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Social support has been suggested as an important 
factor in adaptation to illness and chronic disability. 
Current interest in the role of support in coping with 
chronic illness has been stimulated by the emergence of 
chronic disease and disability as the major U. S. health 
problem of the 1980's. One chronic disease which 
2 
exemplifies the psychosocial impacts of disability is 
cerebrovascular accident, or stroke, the third leadina cause 
of disability among middle-aged and older persons in this 
country. 
Previous research on the impacts of stroke is largely 
descriptive and cross-sectional. There is a need for a 
longitudinal study of the process of adaptation to a stroke 
which includes multidimensional measures of social network 
characteristics~ support provided by the network; individual 
coping mechanisms; and health and well-being outcomes. 
This investigation employed survey research methodology 
and a panel design to explore the relationship of social 
network changes, social support, 
individual characteristics, and 
stroke-related factors, 
demographic factors to 
depressive symptomatology and positive and negative 
being. Subjects were 50 elderly individuals who 
well-
had 
recently suffered a first, completed stroke and their 
partners. Data were gathered at two points in time, with 
interviews scheduled six months apart. The primary data-
gathering tool was a questionnaire administered during 
structured, face-to-face interviews. Outcome measures 
included the CES-D depression scale and the Index of 
Psychological Well-Being. Data were analyzed using 
descriptive statistics, correlational procedures, multiple 
regression, and change-focused regression analyses. 
Half of the caregivers and one-fourth of the 
3 
respondent patients had depressive symptom scores above the 
cutoff level indicating high risk for depression. For the 
caregivers, lower depression levels at Time 1 were 
associated with better subjective health, less concern about 
being able to care for the patient in the future, higher 
levels of ADL functioning in the patient, greater perceivecl 
instrumental support in the pre-stroke network, and greater 
patient optimism. 
At Time 2, lower caregiver depression scores were 
associated with lower levels of perceived burden, fewer 
health problems or negative changes in health status, fewer 
negative network interactions, greater network density, 
greater frequency of network contacts, and fewer perceived 
personality and behavior changes in the patient. 
The best predictors of depression score for the 
caregivers at Time 1 were subjective health rating, the 
patient's level of functioning in activities of daily living 
(ADL), degree of concern about ability to care for the 
patient in the future, the proportion of the network 
providing instrumental support, and the percent of 
reciprocal confiding relationships reported. Together these 
variables accounted for 47% of the variance in depression 
score. At Time 2, the best predictors of depression were 
level of perceived caregiver burden, objective health score, 
and network density. Almost 50% of the variance in 
depressive symptoms was explained by these variables. The 
4 
best predictor of caregiver depression level over time was 
Time 1 depression level. Feelings of burden and the 
proportion of reciprocal confiding relationships at Time 2 
also were predictive of depression score after 
for initial depression level health factors, 
patient's level of functional independence. 
controlling 
and the 
For the patients, higher depression scores at Time 1 
were associated with whether they felt they could have done 
anything to prevent the stroke, higher levels of concern 
about their partner's ability to care for them in the 
future, and greater reported frequency of disagreement with 
their partners. At Time 2, higher levels of depressive 
symptomatology were associated for the patients with 
decreased satisfaction with amount of social contact, a 
greater proportion of friends in the post-stroke network, a 
greater degree of perceived negative health change, and 
change in employment status. Several of the social support 
measures which correlated with depression score suggested 
both positive and negative components of network support 
following a stroke. 
The results of this study indicate that families 
coping with a stroke require support and intervention over a 
longer period of time than current health care policies 
recognize. These data will be valuable in designing 
strategies to minimize the negative psychosocial impacts of 
a stroke on both the patient and the caregiver. 
ACKNOWLEDGEMENTS 
I want to thank the members of my dissertation 
committee for their helpful suggestions and their continued 
willingness to share their individual areas of expertise. I 
am especially indebted to my advisor, Dr. Richard Schulz, 
for his encouragement, enthusiasm, and support throughout 
ti".is project. 
The successful completion of this study owes much to 
many people. I want to acknowledge the assistance I 
received from the staff members of the participating 
hospitals and rehabilitation centers, especially Emanuel, 
Good Samaritan, and Providence Hospitals in Portland, and 
Salem General Hospital in Salem. A few individuals went 
"above and beyond" in referring potential subjects to the 
study, and I am grateful to them: Virginia Hendrickson, 
Anne Osborne, and Pat Stout at Emanuel Rehabilitation 
Center: Dianne Carlson and Kathy Manning at the 
Rehabilitation Institute of Oregon, and Sandy Starch at 
Salem General. 
A special thank you to my colleagues in Speech 
Pathology at the Veterans Administration Hospital in 
Portland. Dr. Robert Marshall and Dr. Lee Ann Golper, for 
their support and encouragement on an almost daily basis, 
and because they understood that, at times, priorities lay 
elsewhere. 
I would like to acknowledge the generous assistance of 
iv 
the Portland V. A. Library staff who were always there when 
I needed them. I also appreciate the helpful suggestions of 
Dr. Larry Binder and Dr. Muriel Lezak, Neuropsychology, and 
their continued interest in the project. A note of thanks to 
Dr. Bruce Coull, Neurology, for his assistance in the 
interpretation of the medical data. 
To Charlene Rhyne and Alice Scannell, expert 
interviewers, for their input throughout the project and for 
their commitment to obtaining quality data. To my friend 
and colleague Connie Tompkins for her assistance with some 
of the data analysis. 
I am especially grateful to the very special subjects 
of this study, the patients and their families who welcomed 
us into their homes, and who were willing to share their 
experiences and concerns for the potential benefit of future 
stroke families. 
Finally, to my husband, John Rau, for sustaining me 
and encouraging me to learn and to grow. 
TABLE OF CONTENTS 
PAGE 
ACKNOWLEDGEMENTS . iii 
LIST OF TABLES • . viii 
LIST OF FIGURES xiv 
CHAPTER 
I. INTRODUCTION AND REVIEW OF THE LITERATURE 1 
Introduction 1 
Literature Review 7 
II. CONCEPTUAL FRAMEWORK OF THE STUDY 73 
Factors Predictive of Stroke Outcome 73 
A General Model for the Study 84 
Questions Addressed by the Study . 86 
Hypotheses to be Tested 
III. METHODOLOGY 
The Semple 
Data Collection 
88 
93 
93 
104 
Human Subjects Assurances and Concerns. 109 
Data Collection Instruments 110 
Operational Definitions 123 
Data Analysis Procedures 136 
IV. DESCRIPTIVE ANALYSIS: THE SAMPLE 139 
Demographic Characteristics of the 
Sample • • • • • . 139 
Organizational Memberships and 
Activities . . . . 146 
Health Status 148 
vi 
CHAPTER PAGE 
Perceptions of the Stroke 151 
Post-Stroke Changes 155 
Conclusions 160 
V. DESCRIPTIVE ANALYSIS: SOCIAL NETWORKS AND 
SOCIAL SUPPORT 162 
Subjects' Overall Social Networks 162 
Subjects' Intimate Social Networks. 184 
social Support . . 202 
Summary: Intimate Network Social Support 
and Social Contacts . . . . . • . .. 225 
VI. CORRELATES AND PREDICTORS OF DEPRESSION AND 
WELL-BEING: TIME 1 AND TIME 2 228 
Time 1 . . 229 
Correlates of Depression and Well-Being 
at Time 1 . . . • . . . .. 241 
Regression Analyses, ~ime 1 259 
Time 2 . . 278 
Correlates of Depression and Well-Being 
at Time 2 . . . . . . . . 272 
Regression Analyses, Time 2 290 
Summary: Correlates and Predictors of 
Well-Being, Time 1 and Time 2 . .. 301 
VII. CHANGES IN DEPRESSION AND WELL-BEING OVER 
TIME . • . . . • . • . • . . . . • . .. 304 
Descriptive and Correlational Analysis 
of Change Over Time • . 304 
Regression Analyses 312 
Summary: Change Over Time 328 
------------.---- - .. 
vii 
CHAPTER PAGE 
VIII. DISCUSSION AND IMPLICATIONS OF THE STUDY 330 
Discussion 
Implications of the Study 
REFERENCES . 
APPENDIX 
A 
B 
C 
Initial Interview Schedules 
Follow-up Interview Schedules 
Other Measures • 
D Informed Consent . 
------------------- -- .-
330 
350 
356 
376 
440 
480 
493 
LIST OF TABLES 
TABLE PAGE 
I Structural and interactional social network 
characteristics and their definitions 
II Factors predictive of stroke patient well-
41 
being.................. 75 
III Factors predictive of caregiver well-being 78 
IV Factors related to the stroke patient-
caregiver relationship . . 83 
V Number and percent of excluded stroke cases by 
reason for exclusion, Portland Stroke Study 96 
VI Number and percent of dyads declining to parti-
cipate by reason expressed, Portland Stroke 
Study .....•......... 97 
VII Comparative demographic data for marital dyad 
sample and group which declined to parti-
cipate . . . • . . . . . 99 
VIII Comparative demographic data for marital dyad 
sample, 1979 Oregon CHSP sample, and three-
state CHSP sample . 102 
IX Total number and percent of referrals by referral 
source, Portland Stroke Study • 106 
X Number and percent of referrals by source of 
referral, marital dyad sample. 107 
.- - ----------- - --- --------- --------_.- ---
TABLE 
XI 
XII 
XIII 
XIV 
XV 
XVI 
Scoring matrix for the Index of Psychological 
Well-Being . . • . . . . . 
General demographic data: stroke patients . . 
General demographic data: caregivers 
General demographic data: dyads 
Pre-stroke levels of socializing activities: 
stroke patients and their partners 
Stroke patients' perceptions of the stroke .. 
XVII Caregivers' perceptions of the stroke 
ix 
PAGE 
117 
140 
141 
145 
149 
152 
154 
XVIII Caregivers' overall pre-stroke social networks 164 
XIX Caregivers' overall social networks, early 
post-stroke period 167 
XX Caregivers' overall social networks, Time 2 169 
XXI Stroke patients' pre-stroke overall social 
networks . . . . . . . . . . . . . 171 
XXII Stroke patients' overall social networks, 
Time 2 . • . . . • . . . . 173 
XXIII Non-respondent stroke patients' pre-stroke 
overall social networks • . • 176 
XXIV Non-respondent stroke patients' Time 2 overall 
social networks ..••...•.••.. 177 
XXV Changes in the overall social networks of stroke 
patients from Time 1 to Time 2 183 
x 
TABLE PAGE 
XXVI Characteristics of subjects' intimate social 
networks 
XXVII Gender composition of subjects' intimate social 
networks 
XXVIII Caregivers' intimate social network composition 
by type of relationship . . . 
XXIX Stroke patients' intimate social network compo-
sition by type of relationship 
XXX Caregivers' frequency of network contacts, 
Time 1 and Time 2 . . 
XXXI Patients' frequency of network contacts, Time 
1 and Time 2 
XXXII Interconnectedness within and between 
respondents' networks 
XXXIII Caregivers' social support exchanges, Time 1 
and Time 2 
XXXIV Patients' social support exchanges, Time 1 
and Time 2 . . . . . . . . . . . . . . 
XXXV Reciprocity in caregivers' helping networks 
XXXVI Reciprocity in patients' helping networks 
XXXVII Direction of reciprocity in caregivers' 
networks . . . . . . . . . . . . . . 
186 
187 
188 
191 
194 
196 
203 
205 
207 
212 
213 
215 
XXXVIII Direction of reciprocity in patients' networks 217 
XXXIX Support provided during the acute stroke period 218 
-----. --- .--.-. _ .. --_. 
xi 
TABLE PAGE 
XL Respondents expressed satisfaction with overall 
amount and quality of social network contact 223 
XLI Mean values for selected caregiver variables 230 
XLII Mean values for selected patient variables 231 
XLIII Comparative distribution of scores on the Index 
of Psychological Well-Being for a community 
sample and the stroke study sample 
XLIV 
XLV 
XLVI 
Correlations with CES-D for caregivers, Time 
Correlations with CES-D for patients, Time 1 
Correlations with positive well-being for 
caregivers and patients, Time 1 
XLVII Correlations with negative well-being for 
caregivers, Time 1 
XLVIII Correlations with negative well-being for 
patients, Time 1 
XLIX Intercorrelations among outcome variables 
at Time 1 
L Hierarchical regression for CES-D, Time 1: 
All caregivers included 
LI Hierarchical regression for CES-D, Time 1: 
Female caregivers only • 
LII Hierarchical regression for positive well-
1 
235 
242 
243 
247 
250 
251 
256 
261 
264 
being , Time 1: All caregivers included 266 
---------- -----------
xii 
TABLE PAGE 
LIII Hierarchical regression for positive well-
being, Time 1: Female caregivers only. 267 
LIV Hierarchical regression for negative well-
being, Time 1: All caregivers included. 269 
LV Hierarchical regression for negative well-
being, Time 1: Female caregivers only 271 
LVI Correlations with CES-D for caregivers, 
Time 2 • . . • . . . • • . • . •• 277 
LVII Correlations with CES-D for patients, 
Time 2 • . . • 278 
LVIII Correlations with positive well-being, Time 2. 284 
LIX Correlations with negative well-being for 
caregivers, Time 2 ....•... 
LX Correlations with negative well-being for 
patients, Time 2 •• 
LXI Intercorrelations among outcome variables 
at Time 2 . . . . . 
LXII Hierarchical regression for CES-D, Time 2: 
All caregivers included • . . . • • 
LXIII Hierarchical regression for CES-D, Time 2: 
Female caregivers only • 
LXIV Hierarchical regression for positive well-
being, Time 2: All caregivers included 
286 
287 
291 
293 
295 
296 
xiii 
TABLE PAGE 
LXV Hierarchical regression for positive well-
being, Time 2: Female caregivers only . 298 
LXVI Hierarchical regression for negative well-
being, Time 2: All caregivers included 300 
LXVII Hierarchical regression for negative well-
being, Time 2: Female caregivers only. 302 
LXVIII Hierarchical regression for CES-D, Time 1 
and Time 2: all caregivers . . . • . . .. 315 
LXIX Hierarchical regression for CES-D, Time 1 
and Time 2: Female caregivers only 318 
LXX Hierarchical regression for positive well-
being, Time 1 and Time 2: All caregivers 320 
LXXI Hierarchical regression for positive well-
being, Time 1 and Time 2: Female 
caregivers only 321 
LXXII Hierarchical regression for negative well-
being, Time 1 and Time 2: All caregivers 324 
LXXIII Hierarchicel regression for negative well-
being, Time 1 and Time 2: Female 
caregivers only 
LXXIV Summary of social network and social support 
measures obtained in the study, Time 1 and 
327 
Time 2 . . . . . .. . . . . . . . . .. 335 
FIGURE 
1. 
2. 
LIST OF FIGURES 
General model for the study 
Caregivers' overall social networks by selected 
relationship categories for three points in 
time 
3. Stroke patients' overall social networks by 
selected relationship categories for three 
PAGE 
85 
170 
points in time. . . . . .. ...... 175 
4. Non-respondent stroke patients' overall social 
networks by selected relationship categories 
for two points in time 
5. Caregivers' intimate social networks by 
selected relationship variables for two 
points in time 
6. Stroke patients' intimate social networks by 
selected relationship variables for two 
points in time 
--------- --------------- ----
180 
190 
192 
CHAPTER I 
INTRODUCTION AND REVIEW OF THE LITERATURE 
INTRODUCTION 
Social support has long been suggested as one of the 
factors important in the prevention of, recovery from, and 
adaptation to illness and chronic disability. Scientific 
interest in the psychological and physical health benefits 
of being socially integrated has existed for almost as long 
as researchers have been concerned about the possible 
negative effects of industrialization, urbanization, and 
other life stresses on human well-being and sense of 
community (Durkheim, 1951: Toennies, 1957: Wirth, 1938). 
The concept of "social support" emerged formally in the 
1970's as one of several possible mediating variables to 
explain why life stresses do not consistently and uniformly 
produce negative health outcomes among similarly stressed 
individuals (Antonovsky, 1979: Caplan, 1974: Cassel, 1974: 
1976: Cobb, 1976). Investigators have observed that those 
who have and maintain ties to other persons or who are 
provided with specific types of social support (Kessler & 
McLeod, 1985) fare better than those who do not in terms of 
mortality (Berkman & Syme, 1979: Blazer, 1982: House, 
Robbins, & Metzner, 1982), mental health (Henderson & Byrne, 
1982: Schaefer, Coyne, & Lazarus, 1981: Wilcox, 1981), 
physical health (Marmot & Syme, 1976: Medalie & Goldbourt, 
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1976; Nuckolls, Cassel, & Kaplan, 1972}, and adaptation to 
and recovery from physical illness (Serle, Pinsky, Wolf, & 
Wolff, 1952; Dimond, 1979; Dunkel-Shetter, 1984; 
Finlayson, 1976; Funch & Marshall, 1983; Robertson & 
Suinn, 1968). Nevertheless, there remain many unanswered 
questions, especially about the role of specific social 
support processes in coping with illness and disability and 
about causal relationships between suppo~t, stressors, 
individual coping mechanisms, and illness adaptation. 
Current interest in the importance of social support 
in recovery from illness and in the possibility of 
supportive interventions with chronically ill and disabled 
persons has been motivated by several factors. First has 
been the emergence of chronic disease and disability as the 
major U. S. health problem of the 1980's. Chronic diseases 
now account for eight of the ten leading causes of death in 
the United States, including the first three heart 
disease, cancer, and stroke (Matarazzo, 1982). The rate of 
death from chronic disease in this country in 1980 was 
nearly 70 per 100, while deaths from infectious diseases 
were 6 per 100 (Matarazzo, 1982). In contrast, at the turn 
of the century, United States morbidity and mortality rates 
were largely related to infectious diseases, such as 
influenza, pneumonia, and diphtheria. 
Second, there are increasin, numbers of persons over 
the age of 65 in our population, the age group with the 
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greatest number of chronic disabling illnesses (Strauss & 
Glaser, 1975). This has resulted in a greater awareness of 
the relationship between chronic illness and psychosocial 
and health care costs. Chronic diseases do not resolve or 
result in death within a relatively short time period, as is 
the case with infectious diseases. Chronic illness 
typically lingers for the rest of a person's lifetime, 
causing great suffering, family life disruption, personal 
financial hardship, and tremendous costs to society as a 
whole (Stachnik, Stoffelmayr, & Hoppe, 1983). 
Third, the importance of approaches other than just 
medical to the management of chronic diseases has been 
recognized (Burish & Bradley, 1983: Feldman, 1974; Strauss 
& Glaser, 1975). The psychosocial impacts of chronic 
disease on patients and families have focused attention on 
the adaptation and coping aspects of chronic illness. The 
individual with a life-threatening or chronic, disabling 
illness experiences a number of psychological stresses (Moos 
& Tsu, 1977). Strain (1979) has suggested what some of 
these psychologic reactions to chronic medical illness might 
be. Chronically ill persons perceive a threat to self-
esteem and body intactness that challenges their beliefs 
that they are masters of their own bodies. There may be a 
fear of loss of love and approval that evolves from concerns 
that their illness and dependence on others will cause 
significant others to withdraw. There is fear of loss of 
4 
control of body functions and/or parts with resulting loss 
of independence. During the acute phase or phases of the 
illness there is anxiety resulting from separation from 
loved ones and the familiar environment which provided 
support, gratification, and a sense of intactness. There 
may be guilt and fear of retaliation for having incurred the 
health problem in the first place. Concern about strangers 
providing intimate care may be present. 
Miller (1983), in identifying a typology of coping 
tasks faced by the chronically ill or disabled, lists one of 
these as "adjusting to altered social relationships." Why 
might chronic illness result in social isolation and 
loneliness? In the first place, the sick or disabled 
individual may reduce social contacts because of depleted 
energy reserves, or poor self-concept. Also, thought 
processes may be dominated by the illness or chronic 
condition. Only the indiv1dual's close family and most 
loyal friends may persist in being supportive during such a 
repetitive pattern of interaction. Finally, isolation may 
be initiated by the withdrawal of significant others because 
they feel uncomfortable or unsure of how to respond (Dunkel-
Schetter, 1984; Wortman« Dunkel-Schetter, 1979). Thus, 
"The individual may need to adjust to having fewer 
interactions with fewer people and to receiving decreased 
confirmation of being a capable individual. The ill (or 
disabled) person must also strive to preserve relationships 
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with those friends and family members who satisfy physical 
and emoticnal dependency needs ... " (Miller, 1983, p. 21). 
In summary, the implications in the chronic disease 
literature are that (1) individual and family social 
networks are likely to be seriously disrupted by illness and 
disability: and (2) continuing social support is crucial to 
both the person with a chronic disease or disability and his 
or her family. 
One particularly devastating chronic disease which 
exemplifies the medical and psychosocial aspects of 
disability, and in which the contributions of social support 
to recovery and adaptation have not been systematically 
studied is cerebrovascular accident, or stroke. For both 
pragmatic and theoretical reasons, this investigation has 
chosen to focus on stroke as both a health crisis event and 
chronic disability requiring adjustment and adaptation. 
These reasons are summarized as follows: 
(1) Stroke is a ubiquitous event. It is the third 
leading cause of both death and disability among middle-aged 
and older persons in this country. An adequate sample of 
persons who have recently suffered a first, completed stroke 
would be obtainable within a reasonable period of time. 
(2) A stroke is more easily and less ambiguously 
diagnosed than many other chronic diseases, and has a 
specific time referent with regard to its occurrence. Being 
able to specify the onset of the disease or conditi~n will 
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be especially important in a longitudinal study assessing 
social support and adaptation over time. With many other 
chronic conditions (diabetes, kidney disease, COPO, cancer) 
onset of the disease is much more difficult to specify. 
(3) Strokes are unpredictable and uncontrollable 
events in terms of specific onset, and usually occur 
little or no rscognized warning, despite the existence 
predisposing risk factors. Thus, it is less likely 
social support and well-being changes observed over 
with 
of 
that 
time 
will be confounded by anticipatory changes. Stroke is also 
more likely, because of its unpredictable and uncontrollable 
nature, to result in substantial negative impacts on the 
patient and the family (Krantz & Schulz, 1980). 
(4) Stroke is not a disease in which a progressive 
deterioration in the physical condition of the victim is 
necessarily expected or predicted over the short term, which 
is the case with many other chronic diseases, such as cancer 
and lung disease. To the contrary, with recovery and 
rehabilitation, the stroke patient who has survived the 
first few weeks after a stroke is expected to show gradual 
improvement in functioning over the first months to a year, 
and to survive with the residuals of the stroke for a number 
of years. 
physical 
This reduces the likelihood that deterioration in 
health status will be confounded with changes in 
social support and well-being observed following a stroke. 
The remaining sections of this chapte4 will review the 
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literature on the epidemiology and demographics of stroke, 
on the physical and psychosocial impacts of stroke on both 
the stroke survivor and caregivers, and on the impact of 
social support on the recovery from and adaptation to 
physical illness, including stroke. 
LITERATURE REVIEW 
Definition, Epidemiology and Demographics of Stroke 
Stroke is one of the most frequently occuring acute 
health crisis events afflicting older persons. A generally 
accepted definition of the term stroke is that formulated by 
the National Survey of Stroke (Weinfeld, 1981): 
Stroke is a clinical syndrome consisting of a 
constellation of neurological findings, sudden or 
rapid in onset, which persists for more than 24 
hours, and whose vascular origins are limited to: 
1. Thrombotic or embolic occlusion of a cerebral 
artery resulting in infarction, or 
2. Spontaneous rupture of a vessel resulting 
in intra-cerebral or subarachnoid hemorrhage. 
This definition excludes occlusion or rupture 
due to traumatic, neoplastic, or infectious 
processes which produce vascular pathology (p. I-
13), 
Stroke, then, involves a neurologic deficit of 
relatively rapid onset that is produced by one of several 
conditions that impairs circulation to a part of the brain. 
There can be a wide variation in symptoms of stroke 
affecting motor, sensory, cognitive, language and other 
functions depending on the areas involved in the circulatory 
deficit. 
involve 
The majority of strokes (approximately 
infarcts, or the blockage of blood flow to 
8 
80%) 
the 
cerebral hemispheres. 
Estimates of the annual incidence of all types of 
strokes 
(Robins 
1982) . 
in this country range from approximately 600,000 
& Baum, 1981) to 750,000 {Rubenstein & Federman, 
Annual incidence of initial strokes is 300,000 
(Robins & Baum, 1981). Prevalence studies indicate that 
approximately 2.7 million Americans age 20 and over have had 
at least one stroke when both hospitalized and non-
hospitalized persons are included. 
rate is about 1.6 million if 
hospitalized for the stroke are 
Kuller, 1978). 
The national prevalence 
only persons who were 
included (Baum, 1982; 
Stroke is largely a disease of older persons. Fifty-
seven per cent, or 1.5 million stroke survivors are age 65 
and older. Eighty per cent of the new strokes which occur in 
this country each year affect persons over age 65 (Freese, 
1980; 
1972) . 
sample 
Stallones, Dyken, Fang, Heyman, Seltser, & Stamler, 
A recent National Health Survey of a community 
estimated that approximately 80% of persons who 
suffer a first stroke are 45 years old or older Baum, 
1982). The incidence of strokes of all types, including 
brain infarction and cerebral hemorrhage, increases sharply 
with increasing age (Freese, 1980; Robins & Baum, 1981). 
The median age for first strokes in men in this country is 
9 
71 years, and for women is 74 years (Weinfeld, 1981). 
Stroke is the third leading cause no~ only of 
mortality in older persons, but also of chronic long-term 
disability. About 60% of stroke victims survive the acute 
event, and 40% of the 1.6 - 2.7 million Americans who are 
stroke survivors require some type of special services or 
assistance (Freese, 1980). In his analysis of the results 
of a community survey of a national stroke sample, Baum 
(1982) ~,stimated that 70% of stroke victims were somewhat 
limited in their activities, and more than two-thirds were 
limited in their major activities. Results from the 
Framingham Study of stroke survivors indicated that 31% were 
dependent in self care, 20% were dependent in mobility, 71% 
had decreased vocational function, 62% reported decreased 
socialization outside the home, and 16% were 
institutionalized when evaluated a minimum of six months 
after the onset of a stroke (Gresham, Fitzpatrick, Wolf, 
McNamara, Kannel, & Dawber, 1975). 
While the annual incidence of stroke has been 
declining steadily in recent years in the United States as 
well as in other industrialized nations (Garraway, Whisnant, 
& Drury, 1983; Soltero, Liu, Cooper, Stamler, & Garside 
1978), survival rates have been increasing (Garraway, 
Whisnant, Kurland, & O'Fallon, 1979). This suggests that 
the decline in stroke incidence has not resulted in a 
comparable decline in the number of disabled stroke 
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survivors and their families requiring support and 
assistance. In fact, the prevalance of stroke in the 
population has remained constant over the past several 
decades because of major improvement in long-term survival 
following cerebral infarction (Garraway, 1985). In the 
Framingham stroke study, women had a five year survival rate 
of 60%, while men had a five year survival rate of 52%. 
The ten year survival rate in this study overall was 35% 
(Sacco, Wolf, Kannel, & McNamara, 1982). In recent long-
term follow-up studies of stroke patients who had 
participated in rehabilitation, the mean survival time 
exceeded sev~n years (Anderson, Anderson, & Kottke, 1977; 
Anderson & Kottke, 1978). Thus, while a substantial 
percentage of stroke sufferers (approxi~ately 30%) do not 
survive the first 30 days (Baum & Robins, 1981), a large 
number of stroke patients will survive many years with 
chronic physical and psychosocial disabilities. 
Furthermore, a very high percentage of these people will be 
cared for at horne or in the community, primarily by spouses 
and other relatives (Ahlsio, Britton, Murray, & Theorell, 
1984; DeJong & Branch, 1982; Holbrook, 1982). 
Impacts of Stroke on Patients and Caregivers 
In addition to its acute, life-threatening aspects, 
the occurrence of a stroke is often followed by significant 
negative life changes for the victim, including role loss, 
relocation to sheltered care settings, and increased 
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dependency on others because of physical and cognitive 
disabilities. Furthermore, a cerebrovascular accident 
frequently disturbs an individual's ability to communicate 
and to interact socially in other ways with family and 
friends. Equally as important will be the impacts of the 
stroke on the primary caregiver and other members of the 
family. Buck (1968) has correctly characterized stroke as 
a "family disease". 
The available literature on the impacts of stroke on 
the patient and family is largely descriptive, not often 
data-based, and almost always lacking in comparison or 
control groups. Nevertheless, the existing reports and 
studies do suggest a strong relationship between stroke 
outcome (as measured by adaptation, physical and 
psychological well-being, and functional independence) and 
a variety of family interactional and psychosocial 
variables. This points to the importance of exploring the 
impacts of this chronic, disabling illness on both victim 
and family members. 
Clinical Descriptions and Reviews. Clinical reports 
and review articles on the sequelae of brain damage describe 
cognitive, behavioral, and personality changes which may 
accompany stroke (Binder, 1983: Gordon & Diller, 1983: 
Horen~tein, 1970: Lezak, 1978a, 1978b: Stein, Hier, & 
Caplan, 1985). Common emotional problems seen in stroke 
patients include emotional distress, especially anxiety; 
~--~-----~ ---.-------------.. ~-- ..... ---~~. 
frustration; and depression (Binder, 1983). 
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Estimates of 
the prevalence o~ clinically significant levels of 
depression after 
Springer, 1982; 
~troke range from 26% to 
Robinson & Szetela, 1981). 
60% (Feibel & 
Robinson & his 
colleagues (Robinson, Bolduc, Kubos, Starr, & Price, 1985), 
who evaluated 50 stroke patients in the hospital and at six 
months after discharge, found that in-hospital depression as 
well as physical and intellectual impairments preaicted 
social functioning at six month follow-up. Other common 
problems observed in stroke survivors include: 
overdependence on others, inflexible and rigid thinking, 
impatience, irritability, impulsivity, denial and lack of 
awareness of problems, insensitivity, poor social 
perception, perplexity, distractibility, and fatigue 
(Binder, 1983, Lezak, 1978b; Stein et al., 1985). Lezak 
(1978a) cites five broad and somewhat overlapping categories 
of characterological alterations secondary to brain injury 
that are most likely to create adjustment problems for 
families: (1) impaired capacity for social perceptiveness 
manifested as self-centeredness, and diminished empathy and 
self-reflective or self-critical attitudes; 
capacity for control and self-regulation, 
(2) impaired 
resulting in 
impulsivity, random restlessness, impatience, and conceptual 
and behavioral rigidity; (3) stimulus-bound behavior, 
reflected as social dependency, difficulty in planning and 
organizing activities or projects, decreased or absent 
behavioral 
alterations 
initiative, 
manifested 
and 
as 
rigidity; (4) 
apathy, silliness, 
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emotional 
lability, 
irritability, and changes in the sex drive; and (5) 
inability to profit from experience, leading to lessened 
capacity for social learning. Even mildly impaired stroke 
patients will complain of what Lezak (1978b) has called 
"subtle sequelae of brain damage": perplexity, 
distractibility, and fatigue. While not all persons who 
suffer a stroke and their families will have to deal with 
all of these behavioral and cognitive changes, it is readily 
apparent that most of this list has the potential to cause 
serious disruption in social interaction between the stroke 
victim and significant others. 
While some behavioral and cognitive changes may be 
characteristic of brain damage per se, other changes are 
related to the site of the lesion, specifically to whether 
the stroke affects the right or left cerebral hemisphere. 
Right-hemisphere brain damage has been associated with lack 
of concern and awareness of stroke-related deficits, reduced 
perception and recognition of the affective and emotional 
aspects of communication, less spontaneity, increased 
latency of action, and difficulty in persevering with a 
task, in addition to visual-spatial and constructional 
deficits (Stein et al., 1985). Patients with left 
hemisphere damage, on the other hand, are more likely to 
experience significant speech and language deficits because 
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the left cerebral hemisphere plays a crucial role in verbal 
and written communication. While the effects of a left 
hemisphere stroke on interactions with family and friends 
may appear to be more critical, some persons with relatively 
small right hemisphere lesions do not make the expected 
social, family, and work-related adaptations following a 
stroke. 
Data-based studies have tended to confirm the clinical 
reports and reviews of the impacts of stroke. Some studies 
have focused only on the stroke victims, others only on the 
principal caregivers, while others have studied the impacts 
of stroke on both. Taken as a whole, these studies suggest 
that, while the problems related to physical disability and 
physical changes may be considerable, disruptions in the 
social lives of stroke families cannot be explained on the 
basis of the severity of the stroke or of the physical 
disability alone. 
Studies focusing on Stroke Victims. Labi, Phillips, 
and Gresham (1980) who studied long-term survivors of stroke 
in the Framingham Study, found that a significant proportion 
of the stroke survivors manifested psychosocial disability 
despite complete, or near complete physical recovery. 
Specifically, three parameters of social function were 
analyzed to determine the degree of social reintegration of 
these long-term survivors of stroke: socialization in the 
home, socialization outside of the home, and hobbies and 
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interests. Labi and her colleagues found that in a group of 
those who could ambulate independently, or who had not 
experienced any change in their mode of transportation, nor 
taken any falls, about half decreased their socialization 
outside the horne after the stroke. Further, there was no 
significant difference found in social activities between 
those who had fallen during the previous year and those who 
had not. About one-third of the subjects who had resumed 
most or all of their household responsibilities did not 
resume their pre-stroke social activities. Of those with no 
residual neurologic deficits (hemiparesis, hernisensory 
defect, hemianopsia, dysarthria, aphasia), 40% had decreased 
their socialization outside the horne, 32% had decreased 
their socialization in the horne, and 25% had decreased their 
participation in hobbies and interests. The authors 
concluded that "much of this social disability cannot be 
accounted for by age, physical impairment, or specific 
neurologic deficits" (Labi et al., 1980, p. 561). A 
strength of this investigation was the use of an age-matched 
control group of non-stroke victim study participants. 
A possible explanation for the results of the 
Framingham Study is what Hyman has called the "stigma of 
stroke" (Hyman, 1971). In studying the rehabilitation 
motivation 
sample of 
hypothesized 
and the amount of functional improvement 
110 stroke patients with hemiplegia, 
that "Feelings of stigma may render 
._--------------------------------
in a 
Hyman 
the 
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prospect of social interaction unrewarding to the patient. 
He would therefore become conditioned to minimizing his 
social contact .... " (Hyman, 1971, p. 133) . 
operationally defined feelings of stigma in patients as 
Hyman 
the 
belief "that others think less of them, avoid them, or f~al 
uneasy with them because of their illness or disability" 
(Hyman, 1971, p. 132). He further speculated that patients 
who reported feelings of stigma at the beginning of a 
rehabilitation program would be rated by their physical 
therapist and physician as less motivated after one month 
of therapy. Hyman found that feelings of stigma manifested 
at the start of the program adversely affected motivation at 
one month as well as functional status at discharge, despite 
the fact that both the stigmatized and non-stigmatized 
patients had been comparable on levels of functional ability 
and on other medical variables at the beginning of the 
program. Patients who felt stigmatized at the start of 
rehabilitation were less likely to resume household tasks 
performed prior to discharge. He also found that of the 
patients without feelings of being stigmatized, 73% resumed 
all premorbid leisure activities, while of the stigmatized 
patients, only 45% had resumed all premorbid leisure 
activities. Interestingly, these negative relationships 
between degree of stigma and level of motivation and ADL 
independence were limited to those patients who pre-morbidly 
were more socially active. Hyman also, and perhaps more 
-------------------------- -
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importantly, found a non-significant but suggestive 
association between the patients' feelings of stigma and 
their relatives' perception of them as stigmatized. This 
study suggests important connections between individual 
reactions to chronic impairment and the social network's 
reactions to the individual. 
Other 
have tended 
distress in 
level of 
stroke recent descriptive studies of 
to confirm that psychosocial 
outcome 
and impairments 
explained by 
Isaacs and 
stroke survivors cannot be 
physical disability alone. 
the 
his 
colleagues (Isaacs, Neville, & Rushford, 1976~ Isaacs, 
1982) followed for three years or until they died, a group 
of 29 stroke survivors who were discharged home. Of the 18 
who were still living after three years, none had returned 
to employment, and few engaged in any activities outside the 
home. A Swedish study (Ahlsio et al., 1984) followed 96 
recent stroke patients for two years, completing interviews 
with 50 of the subjects at all four interview times (at 
discharge, and at one month, six months, and two years post-
discharge). Of the survivors at two years, 76% were 
independent in activities of daily living (ADL's) and lived 
at home. The researchers had subjects rate their quality of 
life before and after the stroke using a visual analogue 
scale. Results indicated that most stroke victims had 
experienced a decrease in their subjective quality of life, 
and that no improvement in this aspect of their lives was 
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observed over the two year period. Although ADL function 
improved during follow-up, quality of life did not. 
Depression and anxiety were found to be equally as important 
as ADL status in predicting quality of life. Furthermore, 
depression or anxiety in the acute phase of the illness was 
predictive of greater decrease in quality of life at two 
years. 
Lawrence and Christie (1979) found evidence of poor 
adaptation to their post-stroke situation in 45 persons who 
had suffered a stroke three years previously. They 
classified subjects as having "minimal" or "moderate" levels 
of physical disability, having no survivors in their sample 
with severe residual physical disability. They classified 
reactions to disability and to the stroke victim's situation 
as appropriate or inappropriate. An appropriate response 
was defined as either minimal disruption in the person's 
pre-stroke life situation, or realistic response to 
disability and lifestyle changes. Inappropriate responses 
were categorized as those reflecting denial or exaggeration 
of problems, little adaptation to stroke-related changes, or 
frank behavioral disturbance. Over one half of these stroke 
survivors were judged to have an inappropriate response to 
their situation, including 44% of those with minimal 
impairment. Twenty-two of the subjects exhibited either 
denial or exaggeration of their problems, with little or no 
constructive effort having been made to adapt to 
-- ----------------------------- .-
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difficulties, while two were felt to show gross behavioral 
disturbance with "little grasp of reality". These 
researchers found no significant relationship between the 
degree of disability and the appropriateness of the adaptive 
response. Though they did find a significant association 
between level of disability and degree of optimism about 
the future, over half of the subjects with minimal 
disability were uncertain or pessimistic regarding the 
future. Other negative changes experienced by these stroke 
survivors in the three year period included a marked change 
in occupational status, significant decreases in active 
leisure activities, and deterioration of interpersonal 
relationships within the household in one-third of those 
with minimal disability and two-thirds of those with 
moderate physical impairment. 
In another study which examined quality of life 
issues, Trudel, Fabia, and Bouchard (1984) interviewed fifty 
persons who had undergone carotid endarterectomy from 81 to 
105 months prior to the investigation. Some of these 
persons had experienced completed strokes, that is, stroke-
related neurological symptoms which persisted for longer 
than 24 hours; however, all subjects were described as 
having minimal dysfunction in ADL's and cognition. Subjects 
were retrospectively classified into low or medium pre-
operative 
severity 
risk groups based on other medical problems and 
of cerebrovascular disease as determined by 
---- ----------------------- - - ----. 
angio~raphy. 
20 
Those in the medium risk group were found to 
have marked dysfunction in home and outside activities and 
social interaction and half of those previously working had 
taken early retirement. Quality of life, the authors 
concluded, appeared to be more affected by cardiovascular 
problems in the medium risk ~roup, and by neurologic 
problems in the low-risk patients. Overall, only 10 of the 
50 subjects were found to have a normal functional level. 
We thus see that even in a population with minimal 
impairment, and who underwent carotid artery surgery to 
prevent the occurrence of a debilitating stroke, 
psychosocial outcomes were, on the whole, poor. 
In summary, the studies of the impacts of stroke on 
the patients themselves lead to the conclusion that 
psychological and social factors includin~ interpretation of 
the stroke event and social support may be more important 
than physical status or initial level of disability in 
determinin~ outcomes. 
Impacts of Stroke on Caregivers and Families. Several 
studies included information obtained from both stroke 
patients and families. These studies also paint a picture 
of poor adjustment by stroke victims and multiple stresses 
experienced by families. Belcher, Clowers, and Cabanayan 
(1978) interviewed 73 post-stroke individuals with a mean 
a~e of 60 years. Forty -two were married, and 31 single. 
The spouses of the married stroke victims were also 
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interviewed. The focus of this study was on the current 
rehabilita~ion needs of this population. While vocational 
needs were more important to the single stroke survivors, 
social psychological needs were found to be more important 
to the married stroke victims and their spouses. The 
authors concluded that while many post-discharge stroke 
patients express the need for more physical rehabilitation, 
a more predominant concern is psychosocial rehabilitation. 
Neither levels of distress nor other symptoms of 
psychological dysfunction were measured in this study. 
In a three year follow-up study of 32 stroke families, 
Cohen (1978) found that two-thirds of the 21 survivors were 
ambulatory and continent at the end of the three year 
period. All 32 had been discharged to live in the community 
half home to their own immediate family, 4 to live with 
children, and 12 to live alone in the community with some 
assistance. These relatively independent stroke survivors 
were found at three years to be gloomy, reserved, and 
withdrawn, with little effort shown to maintain social 
contacts. Significant personality changes were observed 
which the author attributed to the effects of brain damage 
and to changes in patterns of living imposed by restricted 
opportunities for socializing. Families reported such 
problems as irritable, combative, and uncooperative behavior: 
marked depression: incontinence; and loss of appetite. 
Before their CVA's 18 of 32 had been employed full time and 
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7 were performing housekeeping activities with no problem. 
After the stroke, none returned to gainful employment, and 
only 3 were able to resume some housekeeping activities. 
More than half suffered a substantial decrease in their 
economic well-being. About half of those who survived the 
first year did not leave the house, while the others got out 
only occasionally. 
Holbrook (1982) reported data from two follow-up 
studies of a total of 180 stroke patients and families 
interviewed 2 to 5 years after the stroke. She found that 
stroke patients and their caregivers reported different 
concerns and different negative impacts of the stroke. 
Stroke survivors reported that the stroke had adversely 
affected their relationship with the family, their 
relationship with their spouse, and their sex life. 
Specific concerns centered around mobility, health, and 
finances. For the caregivers, adverse effects of the stroke 
were related to finances, social mobility and social life, 
interpersonal relationships, sex life, working life, and 
physical health. One-third of both stroke victims and 
caregivers described themselves as "not adjusted" to the 
stroke 2 to 5 years afterward. The investigators noted that 
adjustment did not necessarily occur if the residual 
physical disability was slight, and that stroke victim 
adjustment did not necessarily predict caregiver adjustment. 
A younger sample of stroke survivors and their spouses 
was studied by Coughlan and Humphrey (1982) . 
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They 
interviewed by means of a mail questionnaire, 1;0 spouses of 
stroke patients who had received rehabilitation up to 8 
years earlier. Information was obtained from these spouses 
about both the stroke victim's status and their own 
experience regarding the stroke. All stroke victims were 
less than 65 years old at the time of the CVA, and 40% were 
under 50. At 3 to 8 years after the stroke, two-thirds of 
the stroke survivors were described as having some problems 
with self-care while almost half had restricted mobility. 
Of the total group, one-fourth had marked personality 
change, while two-thirds had some personality change, 
although this did not correlate with either side of lesion 
or the presence of hemiplegia. One-fourth of these stroke 
victims had experienced communication loss, while one-third 
had reported memory loss. Of the male stroke victims who 
were under 65 years of age at the time of follow-up, 30% 
were in paid employment, and 5 others had worked at some 
time following the stroke. Of the female stroke victims, 
17% of those under 60 were gainfully employed, compared to 
58% of those under 60 at the time of the stroke who were 
employed. Personality changes in stroke victims reported by 
their spouses included irritability, loss of self-control, 
impatience, 
lability, 
Spouses of 
decreased frustration 
self-centeredness, and 
stroke victims rated 
tolerance, 
decreased 
the stroke 
emotional 
initiative. 
survivors' 
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enjoyment of life since the stroke as "much less" in 41% of 
cases, compared to enjoyment of life before the stroke. 
They attributed their spouses' loss of enjoyment to residual 
disabilities, loss of independence, and lack of occupational 
interests. For the caregivers, occupational changes and 
decreased life satisfaction had also been experienced. Five 
male and 18 female caregivers reported not working since 
their spouse's stroke. Thirty-two per cent of the caregiver 
spouses reported that their enjoyment of life was "much 
less". While the spouses of hemiplegic stroke victims were 
more likely to report decreased enjoyment of life regardless 
of side of hemiplegia, they were significantly more· likely 
to report a loss of enjoyment of life if the stroke victim 
had suffered a right hemisphere stroke with left hemiplegia 
than if the stroke victim was non-hemiplegic. Spouses 
attributed their decreased enjoyment of life since the 
stroke to loss of companionship, incr£~sed domestic 
responsibilities, and interference with leisure and social 
activities. 
To summarize, studies which have considered the 
outcome of stroke for patients and caregivers together 
indicate some differential impacts of the stroke depending 
on whether one is the patient or caregiver. They also point 
to the possible interactive effects of characteristics of 
the stroke, patient personality variables, and caregiver 
well-being. 
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Studies Focused on Caregivers. Several studies 
reviewed focused only on the adjustment and well-being of 
the primary caregivers of stroke survivors. Some of these 
investigations were concerned with strokes in general, some 
focused on the caregivers of stroke victims with significant 
communication 
for spouses 
deficit of 
summarized. 
deficits, while others compared the 
of patients with and without the 
aphasia. These studies will now be 
outcomes 
language 
briefly 
Mackay and Nias (1979) interviewed the caregivers of 
28 younger (under age 65 at the time of the stroke) 
incapacitated stroke victims who required substantial horne 
care six months after the patients' discharge from the 
hospital. Focus of the interview was on the caregivers' own 
social, economic, and emotional problems related to the 
stroke. These caregivers were all relatives: 19 wives, 3 
husbands, 4 daughters, 1 sister, and 1 brother. Eight of 12 
who had been working prior to the stroke had had to give up 
their jobs, 8 caregivers considered themselves worse off 
financially since the stroke, 25 of 28 had to now spend most 
or all of their time at horne, and eight had taken 
tranquilizing medication since the eVA. Yet 20 of 28 
caregivers were judged by the interviewer to be "moderately 
happy and confidant". The remaining eight of the 28 
caregivers 
described 
reported feeling "very 
as struggling to cope. 
~ ._-----------------
depressed" and were 
Only a small number 
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reported feeling that their relationship with the stroke 
victim had deteriorated (3 of 28). Unks (1983), who 
interviewed 50 elderly wives of chronic stroke patients, 
also found relatively high levels of morale in these 
caregivers. He utilized the Philadelphia Geriatric Center 
Morale Scale as the outcome measure. These wives had morale 
scores which were comparable to or only slightly below those 
of the general elderly population. 
Brocklehurst and his colleagues (Brocklehurst, Morris, 
Andrews, Richards, & Laycock, 1981) interviewed the primary 
caregivers of 97 new stroke patients between 4 and 6 weeks 
after the stroke and at "regular intervals" for one year. 
Reported deterioration in the caregiving person's health was 
common during the first year, tripling from the first 
interview to the one year post-stroke interview. Over 25% 
of the caregivers had responsibility for other persons in 
addition to the stroke victim. Major problems cited by the 
caregivers were related to the behavior of the stroke 
victim, the need for constant supervision, and loss of 
sleep. 
offered 
Although there had been a large amount of assistance 
to the caregiver by relatives, friends, and 
neighbors during the early post-stroke period, little 
assistance was being received by the primary caring person 
at the end of a year. Fourteen per cent of this caregiver 
sample had given up their jobs because of the stroke. It 
should be noted that this was quite a dependent stroke 
~--~~ ~-~~---~. - -- ------~ 
sample 
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55% were dependent for everything but personal 
care, and 25% were totally de?endent. 
Silliman (1984) interviewed 89 caregivers of elderly 
stroke patients, 82% of whom returned home following 
hospitalization. Silliman compared the changes experienced 
by those persons who were caring for their family member at 
home with those whose relative had been discharged to a 
nursing home (potential caregivers). She found that 
caregivers reported both good and bad effects of the stroke 
on their lives. Eighty-four per cent of home caregivers 
said that they felt better about themselves because they had 
learned to manage their relative's illness, and 69% 
reported closer relationships with the patients because of 
the illness and caregiving experience. On the other hand, 
75% worried about the consequences of caregiving on their 
own health, 40% to 45% attended church less often, had less 
time for other members of their families, noted more 
financial burdens, and had less time for themselves. In 
addition, 40% scored high on the General Health 
Questionnaire, an instrument designed to screen for symptoms 
of emotional ill health. This is twice the prevalence 
reported in community surveys. Unexpectedly, Silliman found 
no differences on the measures of emotional health and 
adjustment between those actually caring for stroke-victim 
relatives and those whose relatives were in nursing homes. 
Three studies compared the impacts on the caregiver of 
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stroke resulting in left hemisphere brain damage and aphasia 
with stroke without the presence of aphasia (Artes and 
Hoops, 1976: Fengler and Goodrich, 1979: Kinsella and 
Duffy, 1978, 1979, 1980). Artes administered a 263-item 
questionnaire to 65 wives of stroke victims whose husbands 
were residing at home. Thirty-five of the stroke victims 
were aphasic, while 30 were noted to have no communication 
impairment. The wives of the aphasic individuals rated all 
problem areas explored (health and physical care, economic 
changes, communication behavior, and psychosocial aspects of 
behavior) as of more concern to them than did the non-
aphasic victims' spouses. Interestingly, however, less than 
half of the wives of aphasic persons considered the 
communication impairment itself to be the major problem with 
which they were faced. They reported less opportunity for 
social activity (43%), visitors calling once a week or less 
often (49%), and that the aphasic spouse was "hard to get 
along with" post-stroke (46%). In contrast, only 17% of the 
non-aphasics' spouses reported less opportunity for social 
activity, 33% reported visitors calling once a week or less 
often, and 33% reported that their stroke-victim spouses 
were difficult to get along with since the stroke. Almost 
30% of the wives of aphasic victims reported that they never 
got away from the house by themselves compared to 13% of the 
non-aphasic group's spouses. Forty-four per cent of the 
wives of the non-aphasic stroke victims 'reported a 10% or 
--------------------
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less curtailment in their social activities, while only 12% 
of the aphasic individuals' wives experienced that low a 
level of diminished social activity. 
Kinsella and Duffy (1979) also found more severe post-
stroke 
aphasic 
stroke 
adjustment problems in the spouses (70% female) of 
persons compared to the partners of non-aphasic 
survivors. Spouses of aphasic, hemiplegic persons 
were found to have significantly poorer overall adjustment, 
to be significantly more lonely and bored, and to be more 
maladjusted in their marital relationships. These 
investigators found that spouse adjustment was not 
significantly related to the stroke victim's dependency, 
severity of hemiplegia, or the severity of the victim's 
aphasic impairment. More disturbing, the greater the time 
between the onset of the stroke and time of interview, the 
significantly worse the adjustment score. This was a cross-
sectional study, however. Similar results comparing the 
interpersonal situations of spouses of aphasic and non-
aphasic stroke survivors were found by Fengler and Goodrich 
(1979) . 
Common themes characterize descriptive reports of the 
stresses and concerns of families of aphasic stroke 
survivors. These anecdotal accounts have documented the 
disruptions which occur in interpersonal interactions when a 
family member suffers from aphasia. Webster (1980: Webster 
& Newhoff, 1981) described the most commonly reported 
problems of wives of aphasic stroke ~ictims: 
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problems 
relating to the assumption of many of the duties formerly 
performed by the spouse; lack of time for themselves; lack 
of companionship; lack of people with whom to talk. These 
women reported that they could not discuss their feelings of 
isolation with their families or neighbors for "fear of 
stirring guilt in family members, or appearing to neighbors 
as bad wives" (Webster, 1980, p. 351). Malone (1969) 
interviewed 25 persons representing the families of 20 
aphasic adults, including spouses, children, and other 
relatives. He found that in every case, families reported 
that the family as a closely knit unit no longer existed. 
Role changes were one of the most frequently mentioned 
problems. Nearly all families stated that their friends 
gradually stopped coming to visit. Several of the families 
reported health problems in the non-aphasic family members 
since the stroke, which left them less able to cope. Malone 
also found that spouses frequently mentioned the 
effects of having an aphasic family member on the 
development of the children. 
negative 
social 
In the only published study found dealing especially 
with the impacts of aphasia on the lives of children of 
aphasic individuals, Chwat, Chapey, Gur1and, and Pieras 
(1980) administered a 50-item questionnaire to 16 children 
of 16 aphasic adults. The children ranged in age from 16 to 
41 years, with a mean age of 26 years, and all were reported 
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to be in face-to-face contact with their parent at least 
three times weekly. Almost 70% of the respondents reported 
playing the role of parent, bearing a greater share of the 
responsibility for household tasks and other necessary 
chores than siblings, at least part of the time. Half 
reported that they lost patience with their aphasic parent 
and felt irritable after spending time with them, while more 
than one-third indicated that making visits to their parent 
was anxiety provoking. Two-thirds of the children felt that 
they interacted with their communicatively impaired parent 
an inappropriate amount of time (either too much, or too 
little, about equally divided). Almost 40% of respondents 
felt that their social lives had changed considerably since 
the stroke and that care of their parent frequently took 
time away from their own social activities. 
In summary, what can be said about these descriptive 
and correlational accounts of the impacts of stroke? There 
are many problems with these studies as a group. Small 
sample sizes, questionable validity of some of the outcome 
measures, and absence of control groups limits their 
interpretation and generalizability. Few studies presented 
any data regarding the pre-stroke status of individual and 
family social networks, except for some retrospective 
comparisons. Nevertheless, they consistently portray a 
picture of psychological, social, and economic distress for 
both stroke victims and caregivers. The question arises as 
~- ------------- ----------------------
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to whether persons who suffer a stroke are unique in the 
negative outcomes they experience from a chronic illness or 
disability. The next section of this chapter will briefly 
explore this question. 
Impacts of Chronic Illness in Other Populations 
Individuals' adjustments to a variety of chronic 
diseases including heart disease, cancer, epilepsy, lung 
disease, and kidney disease have been studied. The way 
people cope with chronic disabilities has also been 
investigated. This research has yielded somewhat mixed 
results which, taken as a whole, do not reflect a 
consistently negative picture of adjustment to health 
stresses. Cassileth and colleagues (Cassileth et al., 1984) 
studied 758 patients each of whom had one of six different 
chronic illnesses: arthritis, diabetes, cancer, renal 
disease, skin disorder, and depression. They found that the 
patients with physical illnesses did not differ 
significantly from one another or from the general public in 
terms of their scores on a mental health index. Patients in 
the five physical illness groups did, however, have 
significantly higher scores for psychological status than 
the patients being treated for depression. The authors 
concluded that these chronically ill people showed 
remarkable psychological adaptation. 
A different picture emerged from a study by Noh, Wood, 
and Turner (1984). These authors explored the prevalence of 
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depression among a population of people with a variety of 
unspecified physical disabilities, and varying degrees of 
impairment. The subjects ranged in age from 18 to 91 years, 
with a mean age of 56 years and a mean duration of 
disability of 16 years. In this sample of 1005 persons, 46% 
were male, and virtually all were caucasian. The depression 
measure used was the Center for Epidemiologic Studies 
Depression Scale (CES-D) (Radloff, 1977). What Noh and his 
co-workers found was that the physically disabled were twice 
as likely as the general population to score in the risk 
group for clinically significant depression on the CES-D. 
Further, their results showed that the elevated scores 
observed in the disabled population could not be attributed 
to inflated scores on somatic items nor to a 
disproportionate number of transient symptoms. They found 
the disabled group to be at an importantly elevated risk for 
clinically significant depression across all sex, age, 
residence, and marital status categories. 
In a study involving a more homogeneous sample of 
disabled persons, older spinal-cord injured men, Schulz and 
Decker (1985) obtained a somewhat different result. They 
used three standardized instruments to measure adjustment: 
Index of Psychological Well-Being, Life Satisfaction Index, 
and CES-D. For all three outcome measures, Schulz and 
Decker found that these men, who were all several years out 
from the onset of their disability, reported levels of we11-
-----------------_. -~---... 
34 
being only slightly lower than population means of similar-
age nondisabled persons. 
One 
has been 
Researchers 
group of patients whose post-illness adjustment 
extensively studied is cardiac patients. 
who have looked at the psychological status of 
heart attack patients during the acute hospitalization phase 
have generally observed high levels of stress in these 
individuals (Cay, Vetter, Philip, & Dugard, 1972; Cassem & 
Hackett,1971; Doehrman, 1977). Doehrman (1977), in his 
review concluded that studies which have examined 
psychological reactions of cardiac patients in the post-
hospital period provide evidence of "considerable anxiety 
and depression which persists months and sometimes years" 
(p. 206). Yet other studies have found relatively good 
adjustment in patients with chronic heart disease (Brown, 
Rawlinson, & Harden, 1982; Croog & Levine, 1982; 
Lipson, & Levine, 1972). Brown and her colleagues 
Croog, 
examined 
the functioning of 48 families of heart patients at 9 months 
and more post-onset. They found these families to be 
functioning quite well, as judged by scores on the Family 
Functioning Index (Pless & Satterwhite, 1973). They did 
find, however, that more anxious patients (as measured by 
the Anxiety Scale of the MMPI) had lower family functioning 
scores. Croog and Levine (1982) found generally positive 
results in their longitudinal study of caucasian men 8 years 
after a heart attack. In their sample, 86% reported being 
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satisfied or very satisfied with their lives, 91% of those 
eligible for employment were employed, 75% reported low or 
medium levels of stress, and 76% had no depressive reaction 
to their illness. Even many of the recently hospitalized 
men reported the overall quality of their lives as favorable 
(74%). One possible explanation for the differences in 
psychological adjustment reported in studies of heart 
patients is that a sudden, unexpected heart attack in 
persons previously considered healthy may have quite 
different impacts than heart disease of gradual and 
insidious onset without the dramatic and life-threatening 
implications of a heart attack. 
Two other studies which explored the adjustment of 
persons living with chronically altered life styles related 
to physical illness produced somewhat contradictory results. 
In a study of long-term colostomy patients, Wirsching, 
Druner, and Herrmann (1975) found that active contact with 
friends was diminished significantly after surgery, as were 
other social activities outside the home. Significantly 
higher rates of loneliness and depression were reported for 
the colostomized group compared to a control group of 
persons who had also undergone colon surgery for cancer but 
had not required a colostomy. In contrast, in studying a 
small group of patients on continuous ambulatory peritoneal 
dialysis (CAPD), in which the authors acknowledge there may 
have been some selection bias, Maida, Wolcott, Katz, and 
--------- --------------------- -----
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Nissenson (1983) measured perceived control over factors 
affecting health status (health locus of control), coping 
ability, family relationships, social support, and 
anxiety/affect. Their results suggested that overall this 
sample of CAPD patients adapted well to the stresses of 
their kidney disease and to the treatment modality. 
In sum, there is evidence to suggest that persons with 
other chronic illnesses and physical disabilities may cope 
better with their situations than do stroke patients. This 
may be due to the combination of cognitive and observable 
physical changes which are associated with a disabling 
stroke. The evidence is less equivocal and more consistent 
in terms of the impacts of chronic illness on caregivers, 
however. The studies which have examined the psychological 
and physical well-being of caregivers of persons with a 
variety of chronic disabling conditions have found high 
levels of stress and other symptoms in this population 
(Dhooper, 1984: Fengler & Goodrich, 1979: Klein, Dean, & 
Bogdonoff, 1967: Sexton, 1984: Gilleard, 1984). 
After examining the literature on the impacts of 
chronic illness on victims and families, an intriguing and 
important question emerges: Why do some persons and 
families cope better with not only the initial crisis of 
illness (Moos & Tsu, 1977), but with the daily stresses of 
living with a chronic, disabling condition? 
the link between stressful life events 
~- -------~- ---- --------._-------_._--. 
In exploring 
(Dohrenwend & 
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Dohrenwend, 1981; Holmes & Rahe, 1967; Rabkin & Streuning, 
1975; Vinokur & Selzer, 1975) and health outcomes, attempts 
to document the relationship between life changes and health 
using a "stressful life events" perspective (Holmes & Rahe, 
1967) have found very small correlations between the number 
of stressful life changes persons experience and subsequent 
mental and physical health outcomes (Rabkin & Streuning, 
1976). The concept of "social support" was suggested as an 
important mediating variable to explain why stress does not 
consistently result in negative health outcomes (Cassel, 
1974; Cobb, 1976: Dean & Lin, 1977). Subsequently, in the 
1970's and 1980's, studies of social support have 
proliferated. Despite lack of consistency and comparability 
in definitions of social support, and methodological and 
research design weaknesses in many of the studies (Cohen & 
Wills, 1985; Heller, 1979; House & Kahn, 1985: Thoits, 
1982) a substantial body of evidence has accumulated which, 
taken together, suggests that social support and social 
connectedness are centrally related to psychological and 
physical health. Various conceptual definitions of social 
support, ways of describing social networks and their 
supportive functions, and a review of findings from some of 
the representative social support literature will follow in 
the next section of the chapter. 
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Social Support: Definition and Measurement 
Descriptive Definitions of Social SUDDort. The 
construct of social support has been described and defined 
in a number of different ways. Operationalization of the 
construct in specific research contexts is frequently based 
on one of the following definitions. Cobb (1976) defined 
social support in terms of the information available to an 
individual which leads that person to believe that he/she is 
1) cared for and loved~ 2) esteemed and valued~ and 3) 
belongs to a network of communication and mutual obligation. 
Weiss (1974) suggested that social support is a combination 
of at least six categories of what he called relational 
provisions: attachment, social integration, opportunity for 
nurturance, reassurance of worth, sense of reliable 
alliance, and the obtaining of guidance. Caplan (1974) 
defined social support by emphasizing that social support 
systems refer to "enduring personal ties to people who can 
be relied on to provide emotional support, help, and 
reassurance in times of need; they also provide feedback, 
and share common values and goals." Walker, McBride, and 
Vachon (1977) provided a functional definition of social 
support: " ... that set of personal contacts through which the 
individual maintQ~ns his so~ial identity, and receives 
emotional support, material aid, services, information, and 
new social contacts." Kahn and Antonucci (1980) proposed 
that social support be defined as "interpersonal 
- ---------"-------
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transactions that include one or more of the following key 
elements: affect, affirmation, and aid" (po 267). In 
summarizing broad categories of social network functions 
described in the literature, Mitchell and Tri~kett (1980) 
listed emotional support; task-oriented assistance; 
communication of expectations, evaluation, and a shared 
world view; and access to new and diverse information and 
social contacts. 
Network Analytic Approaches. In contrast to these 
definitions of the supportive functions of social networks, 
other authors have advocated adopting an approach based on 
social network methodology (Wellman, 1981; Hall & Wellman, 
1985). This approach, rather than defining personal social 
networks as supportive in an a priori fashion, describes the 
social network in terms of its structural and relational 
characteristics. Information about the content of network 
exchanges and other aspects of the network can be utilized 
to describe and explain the flow of needed resources to and 
from the focal individual (Wellman, 1981). Definitions of 
social networks which incorporate a network analytic 
perspective make no assumptions about the supportiveness of 
the network. For example, Mitchell (1969) defined social 
networks as a "specific set of persons, with the property 
that the characteristics of those linkages as a whole may be 
used to interpret the social behavior of the persons 
involved." Bott (1957), another network researcher, defined 
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social networks as "all or some of the social units 
(individuals or groups) with whom a particular individual or 
group is in contact." Hall and Wellman (1985) describe 
networks as simply "a set of nodes that are tied by one or 
more specific types of relations between them". It is 
obvious that, while these definitions do not carry the 
connotation that all network relationships are supportive, 
an individual's social support system will be found within 
his or her network of social relationships. Network 
analysts would argue that the terms "social support" and 
"social network" should not be confused or used 
interchangeably: "While a support system is a social 
network (i.e., a set of nodes (persons) and a set of ties 
between nodes, it is an analytically constricted network 
which only takes into account supportive ties" (Wellman, 
1981, p. 173). Social support researchers have more 
recently begun to consider the possible negative impacts of 
network ties (Dunkel-Shetter, 1984; Abbey, Abramis, & 
Caplan, 1985) with results that have increased our 
understanding of social support processes. 
Several structural and interactional characteristics 
of social networks which have been shown in at least some 
stud1es to have relevance for social support are listed and 
defined in Table I. Illustrative studies are those of 
Hirsch (1980) and Wilcox (1981), who found that for persons 
facing major life changes which required adjusting to new 
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TABLE I 
STRUCTURAL ~~D 1~~ERACTIONAL SOCIAL NETWORK CH~~CTERIST!CS 
AND THEIR DEFINITIONS 
I. Structural Network Characteristics 
Size or Range. The number of persons with whom the 
focal person has direct contact, defined by the manner in 
which network names are elicited in a particular study. 
Researchers may ask subjects to name the most "important" 
persons in their network, those to whom they feel "closest", 
or those who provide specific types of support or aid. 
Density. The extent to which members of an 
other 
the 
the 
individual's social network contact or know each 
independently of the focal person. It is defined as 
number of actual ties among network members divided by 
total number of possible ties. 
Degree. Related to network density; 
number of relationships that each member has 
members of the network. 
the average 
with other 
Boundary Density. The degree of overlap in the social 
networks of two focal persons, for example husband and wife. 
It is defined as the number or proportion of persons the two 
networks share in cornmon. 
Clustering. Density within specific segments, or 
subgroups of the network. Patterns of relationships within 
a network may be identified by examining clusters, or 
network subsets. 
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TABLE I (Continued) 
II. Interactional Characteristics of Network Linkages 
Composition. The relationships which exist between 
the focal person and other network members (e. g., spouse, 
child, other family member, friend, neighbor, work 
associate). The network can be described in terms of the 
relative proportions of different types of relationships. 
Multiplexity. The number of functions served by a 
relationship. This is frequently defined in terms of the 
number of different support functions a particular 
relationship provides (emotional support, tangible aid, 
information and advice, etc.) 
Freguency. The frequency with which the 
has contact with members of the network. 
defined as face-to-face contacts, other types 
or a combination. 
focal 
This 
of 
person 
may be 
contacts, 
ReciDrocity. The degree to which support or aid is 
both given and received by the focal person. It may be 
defined by counting the number of reciprocal relationships 
within a personal network, or by asking the focal person to 
rate the degree of assistance or support given or received 
in each relationship. In either case, a reciprocity ratio 
can be calculated. 
Durability. The degree of stability of the 
individual's links with others in the network. Usually 
measured as the average length of time network members have 
been known. 
Dispersion. The ease with which the focal person can 
make contact with members of the network. Usually this is 
measured in terms cif geographical proximity. 
Homogeneity. This refers to the extent to which 
members of a network share common social or demographic 
attributes (e.g., age, ethnicity, religious affiliation, 
SES, etc.). Not often used in network studies. 
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roles (returning to school in mid-life, being widowed at a 
youn; age, co~ing with divorce), loosely-xnit, less dense 
networks were related to a greater sense of well-being. 
These authors speculated that more diverse networks provided 
access to needed information, advice, and positive feedback 
for persons experiencing life transitions. Thus, a network 
analytic approach allows one to describe the composition, 
structure, and contents of naturally existing social 
networks. It can provide aggregate information about 
network composition (for example, the number of kin or 
friends in a network), as well as structural information 
about the arrangement of ties (for example, clustering, 
density) which may help to explain the availability and flow 
of support resources (Hall & Wellman, 1985). 
Other Measures of Social Support. While some 
researchers have directly studied and measured social 
support functions (for example, emotional support, 
instrumental support, informational support), and others 
have used network analytic approaches to describe structural 
aspects of the network (Hirsch, 1980; Tolsdorf, 1976; 
Wilcox, 1981), some have used attribute measures (for 
example, marital status) or count measures of activity in 
social and religious organizations as indirect indicators of 
social support. While previous research (Berkman & Syme, 
1979; House et al., 1982) has shown that it is important to 
include marital status and level of social integration in 
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studies of the effects of support, approaches where only a 
sin~le measure of status or activity is uSed as an indicator 
of social support are no longer considered adequate. In 
fact, recent comprehensive reviews (Cohen & Wills, 1985; 
DiMatteo & Hays, 1981; House & Kahn, 1985; Wortman, 1984) 
have suggested that multiple measures of the structural and 
relational aspects of the social network, of the variety of 
supportive functions provided by the network, and of 
characteristics indicative of the level of individual social 
integration are necessary. Cohen and Wills (1985), for 
example, have concluded after a careful analysis of the 
literature which has eAplored the buffering effects of 
social support, that both direct effects of supportive ties 
(that is, having social support available results in better 
outcomes regardless of the level of stress experienced) and 
stress-buffering effects of social support (that is, that 
the positive impacts of support will be greater for those 
experiencing higher levels of stress) will be found, 
depending upon whether structural measures of network 
characteristics or the variety of supportive functions 
provided by the network are employed as measures of support. 
Other issues concerning the measurement of social 
support have recently been emphasized in reviews focusing on 
the relationship between social support and coping with 
serious and chronic illness (DiMatteo & Hays, 1981: 
Wallston, Alagna, DeVellis & DeVellis, 1983; Wortman & 
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Conway, 1985). These include: (1) The importance of 
considering the possible negative aspects of social 
networks, and the negative impacts of supportive 
interventions on adaptation to illness; (2) the necessity 
of considering both actual and perceived social support; and 
(3) the necessity to consider the interactive nature of the 
influences of the illness or disability on the social 
network and of the support system on the adaptation to 
chronic illness/disability. With regard to the negative 
aspects of social support, it has been suggested that 
incongruence between the perceived need for support on the 
part of the recipient and the provision of support by 
persons in the network may result in poor adaptation and a 
level of recovery which is less than expected. Particularly 
in situations where individuals are coping with serious 
physical illness or disability, inappropriate types and 
amounts of support may result in reduced self-esteem, and 
greater psychological distress for the victim and 
subsequently for the caregiver (Dunkel-Schetter, 1984). 
Regarding perceived availability of support, several 
researchers have suggested that whether an individual 
believes support to be available should he or she need it is 
perhaps more important than whether that support is actually 
tapped (Cohen, McGowan, Fooskas, & Rose, 1984; Turner, 
Frankel, & Levin, 1983). In addition, the individual's 
perceptions regarding the adequacy of the quantity and 
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quality of available support may be more related to outcomes 
than measures of support usage (Barrera, 1981: Connor, 
Powers, & Bultena, 1979; Hirsch, 1980; LaRocco, House, & 
French, 1980; Porrit, 1979; Sandler & Barrera, 1984; Ward, 
Sherman, & LaGory, 1984). 
Finally, most studies of social support and most 
conceptualizations of the construct have failed to consider 
the dynamic nature of personal social networks, and that 
serious illness and chronic disability can severely stress 
the support system of an individual and of the family 
(Eckenrode & Gore, 1981; Gore, 1981; Wortman & Conway, 
1985) . Typically, studies of social support have measured 
particular aspects of social networks or supportive 
functions of the network at one point in time, even if the 
study was longitudinal. Measures of network change and its 
influence on well-being have not been considered 
prospectively in studies of recovery from serious illness 
and adaptation to chronic physical conditions. 
In summary, current critiques and reviews of the 
social support literature, agree that while the weight of 
the evidence indicates that supportive networks are 
beneficial, greater specification regarding the types, 
sources, appropriateness, timing, and perceptions of social 
support are needed in order to increase understanding of 
relationships between stress, social support, and health 
outcomes. Examination of some of the representative 
- ---.----
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studies in the social support literature may help clarify 
~hat ~uestions re~arding these relationships re:ain to be 
answered. Because the social support literature is so vast, 
the following literature review will concentrate (1) on 
those studies which have focused on recovery from and 
adaptation to physical illness and chronic disability; and 
(2) on those studies which concern informal social networks 
of family, friends, and neighbors rather than those which 
have investigated the role of the formal support system of 
health care professionals and others in ameliorating the 
stresses of illness and disability. Because much of the 
work in this area has focused on two common and serious 
illnesses, heart disease and cancer, these will be given 
more attention. What is known regarding the social support 
networks of stroke victims and their caregivers will be 
considered separately as well. 
Social Support and Adaptation to Chronic Physical Illness 
Social Support and Coping with Heart Disease. Several 
studies which have examined the role of informal support 
systems in recovery from heart attack and heart surgery have 
been purely descriptive in nature. That is, they have 
described the types and sources of support utilized by heart 
patients, but have not specifically investigated the 
relationships between supportive networks and 
adaptation/recovery. One 
Lipson, and Levine (1972; 
such study is that by 
Croog & Levine, 1982). 
~------- ----------
Croog, 
These 
48 
investigators examined the perceptions of level of support 
furnished by kin, neighbors, and friends; the level of 
reported use of formal sources of help and support; and the 
pattern of types of help furnished by kin, neighbors, and 
friends (coded as services, moral support, or financial aid) 
in a sample of 293 previously healthy Caucasian men who had 
recently experienced a heart attack. At 1 year following 
discharge, the highest proportion of network members who 
were perceived as "very helpful" were members of the 
subject's own family of orientation (siblings and parents). 
Friends were rated as very helpful almost as frequently as 
were family, and neighbors were more often considered very 
helpful than were other relatives. Pertinent to the notion 
of negative network relationships, substantial proportions 
of family (25%), other relatives (almost half), and 
neighbors (about one-third) were rated as "not helpful at 
all", while only 16% of friends were considered not helpful. 
Patterns of type of support provided depending on 
relationship 
support was 
to the recipient were also noted. Moral 
reported as being a frequent type of support 
provided by all relationship groups, especially family and 
friends. On the other hand, neighbors tended to provide 
more services, and families were almost the sole providers 
of financial aid. Reported pre-illness frequency of visits 
with friends and neighbors was associated with the amount of 
perceived help from these sources after the heart ~ttsck. 
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Patients with illness setbacks (29%) reported higher levels 
of help from friends only. Finally, Croog and his co-
workers found strong associations between and among the 
degree of helpful support from all sources. They concluded 
that overall, their findings could best be explained by the 
pre-illness social integration of the individual, rather 
than by specific aspects of support provided after the heart 
attack. 
Dhooper (1984) obtained similar results in 
investigating the adjustment of 40 recent heart attack 
victims and their spouses. The spouses were actually the 
subjects of the study. Dhooper operationalized social 
support as the level of family integration (defined as the 
sum of social contacts and trichotomized as low, medium, or 
high); the perceived helpfulness of support received; and 
the types and sources of support. She found that 
relatives, especially adult children, were the primary 
sources of aid, that families judged to be more highly 
integrated perceived support as more helpful, and that 
families in higher socioeconomic (SES) groups perceived 
support as more helpful than those in the low SES group. 
Results indicated that most support for these families 
leveled off at about one month after discharge from the 
hospital, despite the fact that at the one month interview, 
90% of spouses were still experiencing some anxiety and 55% 
had not resumed their social activities. 
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Finlayson (1976) went beyond description of network 
resources in her study of 76 women whose husbands had 
survived for 12 months after a myocardial infarction. She 
studied several network variables including type of 
relationship, presence or absence of a confidant, and types 
of support provided by various sources of support. Outcome, 
which Finlayson related to network characteristics, was 
classified as (1) favorable (husband working 
defined the illness as over); (2) intermediate 
working, but wife had not defined the illness as 
(3) unfavorable (husband not working). Results 
and wife 
(husband 
over; or 
of this 
study implicated 
characteristics of 
differences in 
the social network 
both structural 
and in types of 
support perceived as available in explaining unfavorable 
outcomes. Families where the wives acknowledged fewer types 
of sources of network support, and where support sources 
were predominantly restricted to the immediate families of 
both s~ouses tended to experience less favorable outcomes. 
Those who lacked a confidant, or "lay consultant" also 
reported less favorable outcomes. An interesting finding of 
this study was that SES interacted with outcomes according 
to the source of support. For working class wives, adult 
children appeared to be a particularly valuable source of 
support, while for the wives of white collar men, husbands 
and non-relatives were the most important sources of 
support. Results of this study suggest that help from a 
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wide range of sources is associated with better functional 
outcomes after life-threatening illness. 
Social Support and Adaptation to Cancer. The social 
support networks of cancer patients have been studied rather 
extensively (Wortman, 1984; Dunkel-Schetter, 1984). Yet 
many of these studies have been criticized for failing to 
consider the negative impacts on the support network of such 
a devastating and stigmatizing disease (Dunkel-Schetter, 
1984; Dunkel-Schetter & Wortman, 1982; Silver & Wortman, 
1980; Wortman, 1984). What has the available empirical 
work shown regarding the relationship between social support 
and coping with cancer? Most studies have found evidence 
that support is positively related to outcome, and some of 
the recent and more sophisticated work (Dunkel-Schetter, 
1984) has found a relationship between the type and source 
of support and different outcomes in adaptation to this 
life-threatening illness. Funch and Mettlin (1982), for 
example, looked at three types of support provided to 151 
female breast cancer patients between 3 and 12 months post-
surgery: social support, financial support, and 
professional support. They found that social and 
professional support were significantly related to 
psychological adjustment, measured in terms of increased 
levels of positive affect and decreased levels of negative 
affect, while financial support was significantly related to 
physical recovery. Weaknesses of this study are that it was 
----- --------------------
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retrospective and correlational. 
In another study , Funch and Marshall (1983) analyzed 
secondary data from a longitudinal study of 208 caucasian, 
female breast cancer patients. Measures of social support 
available to these researchers included marital status, 
number of 
involvement. 
relatives and friends, and organizational 
Subjects were divided into three age groups. 
When the entire sample was considered, stage of cancer was 
the best predictor of years of survival to death, the only 
outcome measure available. When only the youngest and 
oldest groups were considered, however, amount of reported 
stress prior to diagnosis and social involvement accounted 
for twice as much of the variance as did cancer stage at 
diagnosis. For these younger and older women, social 
involvement was positively related to survival, while 
reported stress was negatively related to survival. These 
researchers found no interaction between level of stress and 
social support in predicting survival, i.e., no buffering 
effect of social support. This is in agreement with Cohen 
and Wills' {1985} theoretical formulations regarding the 
stress-buffering role of social support. With the attribute 
measures and structural measures of social support used in 
this study, Cohen and Wills would predict no buffering 
effect would be found. 
In a study which included measures of both personality 
variables and structural network characteristics (size and 
-- ~--------------------
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multiplexity) as well as outcome measures of anxiety and 
depressive symptoms, Bobfoll and Walfisch (1984) did not 
find evidence that social support as they defined it was 
independently related to either anxiety or depression after 
controlling for the effects of personality variables (self-
esteem, self-mastery). These investigators interviewed 55 
women suspected of having breast cancer, at two points in 
time: just prior to biopsy (what they called the high 
stress period), and three months after a negative biopsy for 
cancer (the low stress period). In other words, they used 
subjects as their own controls to contrast psychological 
distress at high stress and low stress times. These 
researchers found t~at network size was not related to the 
measures of distress at either time period: however, 
multiplexity (the number of network persons whom subjects 
indicated they had many interests in common with) was 
related negatively to psychological distress but only 
during the high stress (pre-biopsy ) period. The authors 
concluded that self-concept and social network variables are 
complexly related to outcome at periods of high stress, and 
perhaps equally critical. They also concluded that they had 
obtained main effects for the personality variables and a 
buffering effect for the social network variables. It is 
not surprising that these researchers did not find stronger 
effects for social support, given that it would have 
probably been much more appropriate to use functional 
~-- ~~----~~ _ .. _----------
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measures of social support rather than structural network 
indicators as indirect measures of social support with this 
sample of patients fearing a diagnosis of cancer. Wortman 
(1984) has cautioned against using only structural measures 
of network contacts in investigating the importance of 
social support to cancer patients. 
In a very well-done study which included multiple 
measures of social support and multiple measures of 
adjustment, Dunkel-Schetter (1984) interviewed 79 persons 
with either breast or colorectal cancer. Seventy-five per 
cent of the subjects had a diagnosis of breast cancer, and 
86% of the sample was female. With regard to prognosis, 47 
were diagnosed as having a good prognosis and 32 as having a 
poor prognosis, based on staging of the cancer at the time 
of diagnosis. Because of the multiple measures utilized, 
patterns of relationships between type and source of 
support, prognosis, and adjustment could be delineated. 
Results indicated that although emotional support was seen 
as especially helpful to cancer patients, whether a 
particular type of support was seen as helpful was related 
to the source of the support. While emotional support and 
tangible aid were equally helpful across sources, 
information and advice for these cancer patients were almost 
exclusively reported as helpful when they came from health 
care personnel. Variability in levels of reported stress 
(as indicated by prognosis) mediated both the frequency of 
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interpersonal problems and the association between social 
support and adjustment. That is, the higher the levels of 
support among those subjects with a good prognosis, the 
better their affact and the higher their self-esteem. For 
those with a poor prognosis, however, this relationship 
between s~pport and psychological well-being did not hold. 
Likewise, support was negatively associated with physical 
condition, but only for those cancer patients with poor 
prognosis. Dunkel-Schetter interpreted this association 
between higher levels of social support and poorer physical 
condition among those in the poor prognosis group as 
indicating that those with a poorer prognosis and poor 
physical status generated more assistance from the support 
network, probably appropriately. Because she employed 
multiple measures of both support and adjustment, Dunkel-
Schetter obtained interpretable and useful results. 
Bloom and Spiegel (1984) also found social support to 
be multidimensional. They interviewed 86 women with 
advanced breast cancer and found emotional support provided 
by the family to be strongly associated with one measure of 
psychological functioning outlook on life, while 
opportunities for social exchange were related to both 
outlook and self-reported social functioning. Emotional 
support was seen to influence social functioning indirectly, 
through its influence on outlook on life. 
Social Support and Other Disabling Illnesses. There 
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are some studies available which describe the networks of 
persons dealing with a variety of disabling conditions. Not 
all of these studies are consistent, however, in showing 
that the structural and interactional aspects of the 
networks of disabled persons are different from those of the 
general population. One study which examined the social 
networks of a large sample of disabled persons (Morgan, 
Patrick, & Charlton, 1984) using a network analytic 
approach, found that network size, rather than network type 
was related to the availability of psychosocial support. 
Network type in this study referred to primarily kin or non-
kin networks, and whether kin networks were locally based or 
dispersed. The majority of disabled persons in this sample 
had intimate social networks of between 4 and 9 people, with 
the average being 7.2 persons. Only 11% had a network of 
less than four people. While the study provided some 
evidence for increasing isolation with increasing severity 
of disability, there was a wide range of support scores 
among all disability severity groups. Results also 
suggested that increasing physical disability had little 
effect on the availability of close, confiding 
relationships. Pertinent to questions that will be raised 
in this study, Morgan and coworkers found low levels of 
support among a number of married subjects, including a 
fairly large proportion who did not have a strong confiding 
relationship with their spouse. These authors questioned 
~~-~ ------_._--"-----._-_. 
57 
whether this was somehow related to disability and the 
stresses of illness. 
Obtaining somewhat different results, Schulz and 
Decker (1985), in their study of older spinal-cord injured 
men, found that their sample reported much smaller networks 
than did respondents in the study cited above. The mean 
number of network members reported by Schulz and Decker's 
respondents was 2.3, the mode 1. This discrepancy can 
perhaps be explained by the fact that 59% of subjects in the 
Morgan et ale study were classified as having mild 
disabilities. Another explanation for the discrepancy in 
the size of reported networks in these two studies may be 
the fact that the spinal-cord injured subjects were many 
years (mean of 20 years) post-injury, suggesting that 
support networks shrink with time for disabled persons. 
Also, total network size may have been underestimated in the 
Schulz and Decker study because of the method used to 
collect network data. They asked respondents to identify 
the most important persons in their network (R. Schulz, 
personal communication, November, 1985). 
Another study which utilized a network analytic 
approach in describing the networks of families coping with 
a disability was that by Kazak and Wilcox (1984). They 
explored the networks of families with a handicapped child, 
examining several structural and interactional components of 
the social networks of 56 families in which a child had 
------ ------------ - --- -- - -----
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spina bifida. They also studied the social networks of a 
control group of parents without a handicapped child. 
Results indicated that the combined social networks of the 
parents of the handicapped children were significantly 
smaller, contained fewer friends, were more dense (even 
controlling for the number of kin in the network), had a 
greater overlap (boundary density) in the networks of the 
two parents, 
relationships, 
type of help. 
and contained more multidimensional 
that is, persons who provided more than one 
The mothers of the handicapped children had 
significantly lower levels of reciprocity with their family 
networks than did control group mothers. These results 
suggest that the parents of the handicapped children had 
fewer sources of support on which to call, and that they may 
be risking "overloading" family network members to continue 
to provide unreciprocated support. As friends have been 
found to be very important network members in a number of 
studies and throughout the lifespan (Arling, 1976; eroog, 
Lipson, & Levine, 1972; Schulz & Rau, 1985; Wood & 
Robertson, 1978), the finding that the parents of the 
handicapped children had significantly fewer friends may be 
an indication of stress within the networks of these parents 
which could impact on their well-being. The possible 
relationship between network characteristics and parents' 
well-being was not explored by Kazak and Wilcox (1984) in 
this study, however. 
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Data from a number of studies dealing with a variety 
_s: 
v.&. physical illnesses and disabilities indicate that 
supportive relationships are important in adjustment to 
physical illness and chronic disability. For example 
despite the small sizes of their networks, the spinal-cord 
injured subjects of Schulz and Decker (1985) reported 
relatively high levels of well-being on three standard 
measures. Subjects who had high levels of social support 
(emotional, instrumental, and cognitive support were 
measured in this study), who were satisfied with their 
social contacts, and who indicated high levels of perceived 
of well-being, even after the effects of health 
status and income were accounted for. 
In another cross-sectional study, Davidson, Bowden, 
and Feller (1981) examined the post-burn adjustment of 314 
persons who had sustained moderate and severe burns and who 
had been treated at a major burn center from 1 to 20 years 
previously. Independent variables in this study included 
severity of injury, demographic information, and social 
support operationalized as family support, friend support, 
peer support, and overall support. Outcome measures 
included reported life satisfaction, self-esteem, and 
participation in social and recreational activities. These 
researchers found that social support related both directly 
and indirectly in the expected direction to all three 
outcome measures. 
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They found evidence for a buffering 
effect of social support, in that effects were stronger in 
the severely and critically burned patients than in those 
with moderately severe burns. They also found differential 
patterns of relationship between outcome measures and the 
source of support, providing evidence again for the 
multidimensional nature of the support construct. For these 
burn patients, family support was more important in 
predicting outcomes than was friend support, and friend 
support was more strongly predictive of adjustment than was 
work and school peer support. Family support was especially 
strong compared to friend and peer support in predicting 
burn patients' reported self-esteem. On the other hand, 
family and friends were equally important in predicting 
participation in social and recreational activities, while 
peer support appeared not to be important at all. 
Pancoast (1984) investigated the adjustment and 
vocational status of a group of 100 men with epilepsy, 
utilizing a network analytic approach and examining in some 
detail the role of social support in successful coping. She 
found that the social support networks of the men who 
reported high levels of life satisfaction were large, 
diverse, active, and generally helpful. Membership in a 
church was also a strong predictor of life satisfaction. 
Somewhat weaker relationships were found between the social 
support measures and employment success, although network 
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density and general social participation were associated 
with successful employment. An indication of the negative 
impacts which one's social network can exert was also found 
in this study. Efforts of the profe~sional helping network 
and of family and friends to provide specific help directed 
toward assisting the person to cope with epilepsy were found 
to be negatively associated with successful employment 
outcomes in individuals who perceived themselves as unable 
to control the epilepsy symptoms and to be limited by the 
condition. 
A variety of other studies have been generally 
confirmatory of the notion that social support can mediate 
adjustment to chronic health conditions. Porrit (1979) in a 
study of 70 men who had suffered road injuries explored 
specific qualitative aspects of the support provided to 
subjects. These included support characterized by empathic 
understanding, constructive genuineness, 
Results indicated that the numbers of people 
and respect. 
available to 
provide support in a crisis had no effect on outcome, 
whereas the quality of network responses was related to 
crisis outcome for these subjects. As this study also had 
an intervention component, Porrit was able to determine that 
direct intervention in the form of practical and emotional 
support to the victim and suggestions to the families 
resulted in an increase in subjective reports of the quality 
of network responses for those patients in the two 
------ ------ - -- -------
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intervention groups. Porrit also argued that network 
responses appear to be additive in their effects, and that 
supportive and non-supportive reactions to illness crisis on 
the part of network members can cancel each other out. This 
finding is in disagreement with those of other researchers 
who have argued that having one close, confiding 
relationship is health-protective (Brown & Harris, 1978; 
Lowenthal & Haven, 1968). 
McIvor, Riklan, and Reznikoff (1984) found significant 
negative correlations between level of depressive symptoms 
and the amount of perceived support from family and friends 
in a group of 120 multiple sclerosis victims. In terms of 
adjustment to the disability over time, these researchers 
found higher levels of depression in those who had had the 
disease longer. This was a cross-sectional study, however, 
and the fact that MS is a progressive disease may certainly 
have influenced depression scores. 
Frankel and Turner (1983) found social support as 
measured using a story vignette format to be the most 
important predictor of adjustment in an adult hearing-
impaired sample. Dimond (1979) interviewed 36 chronic 
hemodyalsis patients and found that each of a number of 
social support variables were positively associated with 
morale, especially family expressiveness. She also 
determined that family cohesion was negatively correlated 
with decreased levels of social functioning. None of these 
relationships were 
controlled for. 
changed when medical status 
63 
was 
Heitzmann and Kaplan (1984) found that the number of 
support persons in the network did not influence 
physiological measures of control of Type II diabetes 
mellitus (an indirect measure of compliance) in a sample of 
37 persons, 19 males and 18 females. For female patients, 
however, high scores on a measure of satisfaction with 
available support were significantly associated with control 
of diabetes. In a study which failed to find either a 
direct or a mediating effect for social support, Lambert 
(1984) studied a group of women with rheumatoid arthritis. 
In this sample, only level of reported pain was a predictor 
of psychological well-being. This is consistent, however, 
with other studies which have found that in persons with 
severe pain or with greatly deteriorated health, social 
support factors are 
reported well-being 
Haven, 1968). 
not powerful enough 
(Dunkel-Schetter, 1984: 
to influence 
Social Support and Stroke. There are 
available which have specifically focused on 
Lowenthal & 
few 
the 
studies 
social 
support systems of persons who have experienced a stroke, 
and only one which is more than descriptive and 
correlational (McLeroy, DeVellis, DeVellis, Kaplan, & Toole, 
1984). Some inferences regarding the social support systems 
of stroke patients and caregivers can be made from studies 
on the impacts of stroke which were 
There are almost no studies which 
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previously reviewed. 
have systematically 
examined the social support networks of caregivers of stroke 
patients. 
One study did examine the relative influences of 
social support, social network characteristics, physical, 
and psychological factors on the morale and life 
satisfaction of 50 elderly spouses of chronic stroke 
patients (Unks, 1983). In this research multiple measures 
of socjal network structures, supportive network 
and physical and psychological indicators as 
demographic characteristics 
indicated that the wife's 
were included. 
perception of her 
functions, 
well as 
Results 
husband's 
impairment level was the best predictor of caregiver well-
being. While informal social support variables were related 
to morale, they did not appreciably alter the relationship 
between the severity of the stroke victim's physical 
impairment and the spouse's morale. Unks speculated that 
the increase in caregiver burden, changes in the marital 
relationship, and role changes implied by increased levels 
of physical impairment in the person being cared for were 
probably responsible for the strong association between 
victim impairment level and spouse's morale. 
McLeroy and his co-workers (1984) examined the role of 
social network characteristics and types of social support 
on the physical recovery of 393 stroke patients at 12 months 
------------ ----------
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after discharge. The outcome, physical recovery, was 
measured by an Activity of Daily Living (ADL) scale. Social 
network and social support measures included: frequency of 
social activities by type of activity; frequency of contact 
with family and relatives living outside the home; 
emotional support from physicians, nurses, other stroke 
patients, church members, family, friends, 
and stroke-related instrumental and 
assistance, by type of provider. 
and neighbors; 
informational 
Social network 
characteristics (frequency and type of social activities and 
family contacts) had no direct effects on ADL status at 6 
months. Instrumental assistance continuing to be provided 
at six months post-stroke, however, had a negative 
relationship with ADL status, even after controlling for the 
effects of age, cognitive ability, and illness experience 
since hospital discharge. Furthermore, for those subjects 
who had received instrumental assistance at some time during 
the post-discharge period but who were not receiving such 
assistance at 12 months, there was a positive relationship 
between instrumental assistance and outcome ADL status. 
These results were stable across times of measurement and 
across outcomes (neurological and ADL status). 
Because of statistical controls possible with a 
longitudinal design, including controlling for ADL status at 
the time of hospital discharge, these researchers were able 
to demonstrate that stroke-related instrumental assistance 
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when provided throughout the follow-up period had a 
detrimental effect on ADL functioning at one year. This 
study, because it was well designed, was able to demonstrate 
that (1) there is a relationship between type of support and 
type of outcome (e.g., physical status vs. subjective well-
being); and (2) that the possible negative impacts of 
supportive actions must be considered in assessing outcomes. 
Some data on the characteristics of stroke patients' 
social networks are available from a demonstration project 
which involved stroke patients and families (Overs and 
Healy, 1973). The picture that emerged from this study was 
one of quite isolated individuals and families. Only 11% of 
the help received by male stroke victims and 16% of the 
assistance received by female stroke patients was provided 
by someone outside of the family. Most of the support 
functions reported were tangible/instrumental: 
transportation, shopping, chores, financial help, patient 
care, child care. and providing living accomodations. Very 
few subjects acknowledged information or advice as a type of 
support. Fifty-nine per cent of the subjects were described 
as isolated from neighbors, with no other contacts than 
family or work groups. Only 10% of the sample were 
considered not at all isolated, that is, they had 
independent contact with more than one family in the 
neighborhood. Male stroke patients saw an average of 2.9 
persons a week, while female stroke victims saw 2.2 persons 
.- ---.-----. -----------
a week. Of these limited contacts, 65% were a 
child and about 80% were family members. There 
evidence from the study that stroke families and 
were able to maintain some degree of reciprocity 
neighboring relationships, in that the giving and 
of services were in about equal proportions. 
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spouse or 
was some 
patients 
in their 
receiving 
Social network characteristics of the spouses of a 
sample of chronic stroke patients were studied by Unks 
(1983). His subjects, all female, reported having between 8 
and 30 people in their networks, with a mean of 18.5 and 
median of 16.5. The average network size approximates 
network estimates in a representative community sample 
(Fischer, 1982) and in a large survey sample of elderly 
women (Goldberg, Van Natta, & Comstock, 1985). These wives 
of stroke patients reported that large numbers and 
proportions of their network members provided emotional 
support and socializing opportunities, while tangible 
assistance and information were provided by almost half of 
named network members. Of all the types of supportive 
functions provided, the number of people providing emotional 
support was most strongly associated with the caretakers' 
overall morale. Consistent with other available information 
on the social networks of older persons, friends were very 
important in the support systems of the women in Unks' 
sample, comprising 40% of their close, or inner network 
members. Contact with network members was extensive. 
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Subjects saw their network members and exchanged some 
conversation an average of 49 times per month, and talked on 
the phone with them an average of 52 times a month. 
Despite large networks and frequent contacts, 81most half of 
the caregivers reported that they had no one whom they 
viewed as a confidant. The presence of a confidant was not 
associated with morale for this sample of women, however - a 
somewhat surprising finding. 
Several studies have provided evidence that the 
reactions and behaviors of network members can positively or 
negatively influence stroke outcomes. Hyman (1971) reported 
an association between stroke patients' feelings of stigma 
and relatives perceptions of them as stigmatized. Labi, 
Phillips, & Gresham (1980) reported a greater degree of 
social disability in stroke patients who lived with their 
spouses. Stroke survivors whose significant other was a 
spouse experienced the greatest decrease in social activity. 
Andrews and Stewart (1979) found that in more than half 
their sample, caregivers claimed that stroke patients did 
not do two or more activities at home which they were 
observed to be capable of doing in a day hospital program in 
which they participated. Belcher, Clowers, Cabanayan, and 
Fordyce (1982) determined that single stroke survivors had 
higher levels of participation in performing personal care, 
home management, and social interaction activities than did 
married stroke subjects. In this study, however, it could 
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not be determined whether the two groups were comparable in 
terms of ADL independence at discharge. New et ale (1968) 
examined the degree of agreement in patient ADL ratings as 
completed by a total of 98 significant others and by 40 
stroke patients and 8 heart patients. They found 
disagreement between patients and significant others as to 
the patient's capabilities. These studies taken together 
lead one to conclude that a possible source of conflict 
which may have negative impacts on the provision of social 
support and the appropriateness of social support provided 
is the degree of congruence between the functional 
capacities of the stroke patient as he or she sees them and 
as the significant caring persons see them. 
A similar question was explored by Evans and Northwood 
(1979), who examined the congruence between expressed level 
of social interaction and desired levels of social support 
in a group of 48 recently discharged stroke patients. 
Results indicated a significant relationship between the 
congruent expression of social support needs and adjustment 
to stroke disability and between the availability of social 
support after stroke and adjustment. In another study 
(Robertson & Suinn, 1968), congruence operationalized as 
predictive empathy of stroke patients for their spouses' 
attitudes and of spouses for stroke patients' attitudes was 
significantly related to the patients progress in 
rehabilitation, although similarity of spouses' and 
.. _ .. _------ --_._--------
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patients' attitudes was not. 
Summary: Social Support and Adaptation to Physical Illness 
In summarizing the work on the relationship between 
social networks, social support, and adjustment to physical 
illness and disability, several generalizations, and several 
criticismr --~ be made. For the most part, it appears that 
measures of the functional aspects and quality of support 
provided or perceived are more important than structural 
measures of network size or frequency of contact. Other 
network characteristics such as source and type of support 
provided and network density and multiplexity may be 
important determinants of certain types of outcomes in 
chronically ill and disabled populations. The studies as a 
whole confirm the notion that social support is 
multidimensional, and that many aspects of support including 
the nonsupportive functions of networks must be considered 
in designing social support studies. Finally, although the 
focus of this review was on social support, most studies 
found other variables to be related to well-being and social 
adjustment outcomes. Variables which need to be considered 
include age, sex, SES, length of illness or disability, 
severity of disability, individual coping mechanisms and 
personality variablies, and the specific characteristics of 
the illness or disability being studied. 
Criticisms of the studies reviewed include 
methodological and design weaknesses as well as problems 
--------'--------------- _ .. - .. 
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with the conceptualization of social support. Almost all of 
the studies 
precluding 
were cross-sectional and correlational, 
the possibility of determining the causal 
relationships among social support, aspects of the illness, 
and well-being outcomes. This is a common problem in the 
social support literature, and several reviews have 
emphasized the need for longitudinal studies related to 
coping and recovery from illness (DiMatteo & Hays,1981; 
Wortman & Conway, 1985). Many of the studies had small 
sample sizes which necessitated the use of only descriptive 
and non-parametric statistics in reporting results. Several 
depended upon retrospective data which required subjects to 
recall information several months to several years after the 
occurrence of events or situations. 
While a few of the studies employed detailed and 
social 
Funch & 
1985), 
multidimensional definitions of social networks, 
support, and adjustment (Dunkel-Schetter, 1984; 
Mettlin, 1982; Pancoast, 1984; Schulz & Decker, 
most of the studies were much weaker in this regard. Some 
employed only one outcome measure, such as survival (Funch & 
Marshall, 1983) or ADL status (McLeroy et aI, 1984), while 
others only measured one aspect of support (Funch & 
Marshall, 1983; Hobfoll & Walfisch, 1984; Dimond, 1979). 
There is a need for a longitudinal study of adaptation 
to chronic illness and disability which includes measures 
of: network characteristics; supportive functions provided 
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by the network, including instrumental, emotional, 
informational, and companionship support; individual coping 
mechanisms; and both physical and psychological outcomes. 
Such a study must consider the influence of the chronic, 
disabling condition on the network as well as the role 
social support may play in enhancing or interfering with 
adaptation and well-being. Such a study should not 
include information about the disabled group, but 
only 
should 
also focus on the primary caregivers of such persons. 
Finally, it would seem to be most appropriate to investigate 
these aspects of coping with chronic illness in a 
homogeneous group of persons, that is, a group that is 
dealing with the same disabling condition, has experienced 
the condition for approximately the same length of time, and 
from whom reasonably prospective data can be gathered. 
Chapter II will present the theoretical framework for such 
a study, and the remaining chapters will detail the 
methodology and results of this investigation of recent 
stroke victims and their caregivers. 
CHAPTER II 
CONCEPTUAL FRAMEWORK OF THE STUDY 
FACTORS PREDICTIVE OF STROKE OUTCOME 
We have seen from the preceding literature review that 
certain factors will be important to include in any 
predictive model of the relationship between the 
of a disabling stroke and subsequent measures of 
and adaptive functioning. Among these factors 
occurrence 
well-being 
are the 
characteristics of the stroke disability itself, perceptions 
of the stroke, several aspects of social support, and 
certain characteristics of the individual. Specific aspects 
of each of these factors may be different for stroke 
patients and caregivers, however. In addition, some factors 
will relate neither to the patient nor to the caregiver 
alone, but rather to aspects of the couple's relationship 
and interaction. Table II and Table III outline which 
aspects of the stroke disability, perceptions of the stroke, 
social network resources, and characteristics of the 
individual will be important to consider for the stroke 
patient (Table II) and the spouse caregiver (Table III). 
Table IV summarizes some possible predictive factors related 
to the stroke patient-caregiver relationship. 
Factors Predictive of Stroke Patient Outcomes 
Stroke-related Factors. For the person who has 
----------------------- ------------
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suffered a stroke, a major factor in predicting adjustment 
will be the severity of the stroke itself. that is the 
extent of residual impairment in physical and cognitive 
functioning. In addition, the literature suggests that the 
site of the stroke lesion (i.e., right or left hemisphere) 
may be predictive of such outcomes as level of depressive 
symptomatology and ability to interact in socially 
appropriate ways. Duration of the stroke may be important 
as well. in that differences in well-being and coping may be 
seen between the initial phase of stroke recovery and at six 
months post-discharge. 
Ferceptions of the Stroke. There is evidence to 
suggest that how the individual perceives and interprets a 
stressful life event, including illness and disability, may 
be more important than objective indices of impairment, 
incapacity, or deprivation (Hyman, 1971; 1972). For the 
stroke victim, such perceptions may involve feelings of 
guilt or self-blame that the stroke occurred, concerns about 
another stroke, expectations about future recovery, and 
perceptions of the overall severity of the stroke which may 
or may not agree with measures of ADL functioning or with 
how significant others perceive the severity of the stroke. 
Aspects of Social Support. Previous level of social 
integration has been suggested as important in determining 
the types and levels of support an individual faced with a 
chronic, disabling illness will receive (eroog, Lipson, & 
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TABLE II 
FACTORS PREDICTIVE OF STROKE PATIENT WELL-BEING 
Stroke Related Factors 
Severity of the Stroke 
Site of Lesion (Right vs. Left Hemisphere) 
Time Since Stroke Onset (Duration) 
Perceptions of the Stroke 
Attributions of Guilt or Blame 
Expectations of Recovery 
Concern about Another Stroke 
Perception of Overall Stroke Severity 
Aspects of the Social Network and Social Support 
Pre-Stroke 
Level of Social Integration 
Structural Characteristics of the Network 
Types and Levels of Social Support 
Perceived Adequacy cf Social Support Quantity 
and Quality 
Negative Aspects of Network Relationships 
Post-Stroke Changes in Network and Social Support 
Characteristics of the Individual 
Degree of Religiosity 
Level of Optimism 
Stroke-Related Changes in Role Status 
Overall Health Status 
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Levine, 1972}. Therefore, it will be important to consider 
pre-morbid levels of social activity and supportive social 
contacts. It will also be necessary to consider the types, 
sources, and levels of social support providsd before and 
during various periods following the stroke, specifically 
during the initial adjustment phase and six months later. 
Changes in the amount and frequency of social network 
interaction, or in the quality of that interaction may well 
be predictive of adjustment and adaptation. Network 
characteristics such as density and the amount of 
reciprocity in network exchanges may be important indicators 
of network stability or change. Perceived satisfaction with 
the amount and quality of social contact needs to be 
examined. Another important aspect of social support is 
predicted to be the degree of congruence between the stroke 
victim and the support network as to perception of the 
severity of the stroke-related disabilities and the amount 
of assistance and help required. Assistance which is 
perceived as unnecessary, inadequate, or inappropriate by 
the stroke victim may precipitate network strains, and 
result in negative outcomes. 
Characteristics of the Individual. The literature 
does not provide much evidence that demographic 
characteristics such as age, sex, or socioeconomic status 
will predict adjustment in stroke patients when other 
factors such as severity of stroke-related disability are 
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taken into account. Other individual characteristics such 
as degree of religiosity and level of optimism as a coping 
trait may be important in helping the individual adjust to 
negative stroke-related changes, and to corne to terms with 
life-style and role changes. Another important 
characteristic of the individual is the variety of roles he 
or she has fulfilled prior to the stroke. Changes in role 
status, such as having to give up work-related and leisure 
roles because of the stroke, or no longer being able to 
fulfill previously established marital roles may be related 
to negative mental and physical health outcomes (Minkler & 
Biller, 1979). 
Factors Predictive of Caregiver Outcomes 
Stroke-related factors. The literature provides 
contradictory evidence as to whether the severity of stroke-
related problems will impact on caregiver well-being 
(Kinsella & Duffy, 1980; Unks, 1983). There is some 
suggestion that negative personality and behavioral changes 
in the stroke victim may be more stressful for the caregiver 
than changes in physical abilities. Site of stroke lesion 
and its differential impact on caregiver health status is 
another stroke-related factor which needs to be considered. 
Some studies have found that left hemisphere strokes, with 
their negative impact on communication, result in more 
caregiver strain (Artes & Hoops, 1976~ Kinsella & Duffy, 
1978, 1980). Other researchers have found, however, that 
TABLE III 
FACTORS PREDICTIVE OF CAREGIVER WELL-BEING 
Stroke-Related Factors 
Severity of Stroke-Related Problems 
Site of Stroke Lesion 
Time Since Stroke Onset (Duration) 
Perceptions of the Stroke 
Attributions of Guilt or Blame 
Concern with the Possibility of Another Stroke 
Perception of Overall Stroke Severity 
Expectations for Recovery 
Perceived Ability to Care for Stroke Victim in 
the Future 
Perceived Degree of Caregiving Burden 
Aspects of the Social Network and Social Support 
Pre-Stroke 
Level of Social Integration 
Structural Characteristics of the Network 
Types and Levels of Social Support 
Perceived Adequacy of Social Support 
Negative Aspects of Network Relationships 
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Post-Stroke Changes in the Network and Social Support 
Characteristics of the Individual 
Religiosity 
Level of Optimism 
Pre-Stroke Health Status 
Post-Stroke Changes in Health Status 
Stroke-Related Role Changes 
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right hemisphere strokes are more disruptive of the 
caregiver-stroke patient relationship (Coughlan & Humphrey, 
1982). The duration of the stroke, or the time since onset 
may affect caregiver well-being in opposite ways. On the 
one hand, it is suggested that the longer the time since 
stroke onset, the worse will be the mental health status of 
the primary caregiver (Kinsella & Duffy, 1978). On the 
other hand, it may be that time will provide a 
adjustment and adaptation for the spouse of 
survivor. 
period of 
the stroke 
Perceptions of the Stroke. For the primary caregiver 
as well as for the patient, perceptions of guilt or blame 
for the stroke's occurrence, concern about the possibility 
of another stroke, and perception of the stroke's overall 
severity may be related to well-being outcomes. In 
addition, concern about being able to continue to care for 
the individual who has suffered the stroke may increase 
levels of distress. Another important aspect of the 
caregiver's perceptions related to the stroke is the degree 
of caregiving burden he or she feels (Zarit, Reever, & Bach-
Peterson, 1980). Research has indicated that the degree of 
burden perceived by the caregiver is not necessarily related 
to the severity of the impairment of the disabled or 
dependent individual (Zarit, Todd, & Zarit, 1985). The 
partner's perceptions of personality or behavioral changes 
in the stroke victim may be related to the degree of felt 
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burden and to well-being outcomes. 
Asnects of Social Support. Various components of the 
primary caregiver's social network need to be considered 
independently of 
patient. Network 
the social support system of 
size, density, frequency of 
the stroke 
supportive 
exchanges and contacts, degree of reciprocity characterizing 
network exchanges, and the proportions of kin, neighbors, 
and friends in the caregiver's network before the stroke may 
be important indicators of the amount and quality of support 
available in the immediate post-stroke period. How the 
caregiver perceives the availability, adequacy, and quality 
of support may be more related to well-being than the actual 
amount of network support she calls upon. Several studies 
(Fiore, Becker, & Coppel, 1983; Rook, 1984) have suggested 
that the amount of socializing or "sociable contacts" is 
more strongly related to caregiver well-being than other 
structural or functional network measures. Changes in these 
aspects of social support at six months post-stroke, 
especially those which can be viewed as negative changes, 
may be related to declines in well-being and/or increases in 
depressive symptoms. 
Crisis events, such as a stroke, or widowhood, can 
prompt responses from the network which are not 
supportive, and which may be viewed as stressful 
person who experiences them. In fact, two recent 
(Fiore, Becker, & Coppel, 1983: Rook, 1984) found 
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always 
by the 
studies 
stronger 
relationships between negatively perceived 
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network 
interventions and unrnet su~~ort ex~ectations and well-being 
outcomes than between positive network support measures and 
outcomes. It will be important then, in any model 
describing the relationship between social support and 
health outcomes to consider the unsupportive, stressful 
aspects of network relationships for the partner. 
Characteristics of the Individual. As was predicted 
for the stroke patient, certain individual characteristics 
of the caregiver such as religiosity and degree of optimism 
may be important in determining how the chronic stresses of 
caring for a disabled partner are dealt with. These 
individual characteristics may, in turn, be important 
determinants of well-being. The caregiver's own health may 
be both predictive of coping with the additional stresses of 
the caregiving role and at the same time be negatively 
affected by the stresses of caregiving. The number and 
magnitude of stroke-related role changes experienced by the 
caregiver also may be related to levels of depressive 
symptoms and to psychological well-being. As was reviewed 
in Chapter I, one of the most frequently reported concerns 
of the caregivers of stroke patients is difficulty in 
dealing with the many role changes associated with a 
disabling stroke. 
Factors Related to the Stroke Victim-Caregiver Relationship 
Several factors which may be important to stroke 
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outcomes require consideration of the networks of both the 
stroke patient and the partner, as well as the quality of 
their relationship. Table IV summarizes these factors. 
Because the marriage relationship is generally considered a 
powerful determinant of well-being and an important source 
of social support (Berkman & Syme, 1979; Campbell, 1981; 
House, Robbins, & Metzner, 1982; Veroff, Douvan, & Kulka, 
1981), the perceived quality of the couple's relationship 
and any negative changes in the relationship resulting from 
the stroke may have negative impacts on outcomes for both 
the caregiver and the patient. The degree of congruence 
between the stroke patient's and the partner's ratings of 
the quality of their relationship will be important to 
consider. 
The concept of boundary density, or network overlap 
may have relevance for the social support available in 
coping with a stroke. As defined in Table I, boundary 
density refers to the number or proportion of network 
members who are found in both of the two focal individuals' 
networks. The literature on dense versus diffuse networks 
(Bott, 1957; Hirsh, 1980; Wilcox, 1981) and on reactions 
to victims (Dunkel-Schetter & Wortman, 1981) would suggest 
that caregivers who have maintained relatively separate 
social networks from their spouses might receive more 
appropriate types and amouLts of support after the 
occurrence of a stroke than caregivers whose networks are 
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TABLE IV 
FACTORS RELATED TO THE STROKE PATIENT-CAREGIVER RELATIONSHIP 
Aspects of the Couple Relationship 
Individual perceptions of overall relationship quality 
Congruence of perceptions of overall relationship 
quality 
Level of communication 
Frequency of disagreements 
Amount of shared or joint activity 
Network Overlap 
Congruence of Perceptions Regarding the Stroke 
Impact of Individual Well-Being on the Partner 
Level of Optimism 
Depressive Symptom Level 
Psychological Well-Being 
more overlapping with those of their spouses. 
84 
If network 
members were close to both the stroke patient and the 
caregiver, they may experience levels of discomfort, 
distress, and helplessness related to the stroke which 
diminishes their ability to provide support. 
In predicting stroke outcomes, it will also be 
important to look at the congruence between the stroke 
patient's and the spouse's perceptions of the severity of 
stroke-related disabilities, and the amount of assistance 
and supervision required compared with the level of 
functional independence the stroke victim has achieved 
(Andrews, & Stewart, 1979; McLeroy et a1, 1984) . 
Incongruent perceptions of the patient's capabilities may 
result in the stroke victim feeling under or over supported, 
and the caregiver feeling overburdened and lacking in 
support. 
A GENERAL MODEL FOR THE STUDY 
Based on the literature review and on consideration of 
the multiple factors which may be important in predicting 
adaptation and well-being following a stroke, a general 
model of the adjustment/adaptation process is proposed in 
Figure 1. This model is based on one offered by Gore 
(1981), which views the relationship between the stressor 
(in this case, the occurrence of a disabling stroke) and the 
support system as interactive and dynamic. Arrows going 
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Figure 1. General Model for the Study 
Solid lines represent direct, causal relationships. 
Dashed lines represent "conditioning" variables effects. 
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from social support and from individual coping processes 
(individual characteristics) act to mediate or condition the 
impact of the stressful event (the stroke), either before or 
after stressful effects of the stroke are perceived. Arrows 
la, 1b, 2a, and 2b are dashed lines to indicate these 
"conditioning" variables' effects. Arrow 3 depicts the 
direct effects of the stressor on the support systems of the 
stroke victim and caregiver, while arrow 4 represents the 
direct effects of the social support system on measured 
outcomes. In some models, arrow 3 would be seen as a two-
way path, indicating not only the effects of the stressful 
event on the social network, but also the possible role of 
social network characteristics and social support processes 
in bringing about the stressful event. In this study, 
however, we are concerned with social support system changes 
related to and following the stressor. Likewise, arrow 4 
should be seen as a two-way path indicating the interactive 
relationship between the social support system's response to 
the stressor and victim/caregiver outcomes as well as the 
relationship between the stroke victim's and caregiver's 
response to the stroke and subsequent social support system 
activity. 
QUESTIONS ADDRESSED BY THE STUDY 
Several important unanswered questions relate to the 
longitudinal nature of a chronic, disabling illness and its 
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effects on the social support systems of both the victim and 
the significant other person involved with that individual. 
This study proposes to address the following questions: 
1. In what ways does the support system change over 
time as a result of a chronic illness? 
2. What is the impact on the patient and on the 
significant caring person of a changing support system? The 
strong possibliity exists that there are negative changes 
over time in the social network as a result of a chronic 
disability. Assessment of the quantity and quality of 
social support available only in the initial phases of the 
illness may not be predictive of longer term outcomes or 
later need for intervention. It would seem to be important 
to assess the social support system over time as the health 
status of the patient moves from acute crisis to chronic 
condition, in order to determine which aspects of social 
network support may be most vulnerable to negative changes 
related to the stroke. 
3. What are the correlates of health and well-being 
outcomes at different points in time in a sample of recent 
stroke patients and their spouses? What are the best 
predictors of outcomes at Time 1 and Time 2? 
4. What are the best predictors of health and well-
being outcomes ~ time for both the patient and the 
partner? This study will seek to develop some predictor 
variables which will help identify those persons most likely 
88 
to be in need of preventive interventions or other types of 
assistance. 
5. What is the relationship between site of lesion 
(specifically right or left hemisphere brain damage) and 
well-being outcomes ~or both the stroke survivor and the 
caregiver? How does site of lesion affect various 
structural components of the social network and levels and 
quality of social support? 
HYPOTHESES TO BE TESTED 
A number of hypotheses are generated by the above 
questions and by the model in Figure 1. These hypotheses 
are discussed in terms of stroke-related factors, 
perceptions of the stroke, aspects of social support, 
characteristics and attributes of the individual, and 
characteristics of the partner relationship. 
Hypotheses: Stroke-Related Factors 
Hypothesis 1a. It is predicted that the greater the 
severity of the stroke-related disability at six months 
post-onset, the higher will be the scores for both patient 
and caregiver on outcome measures of negative well-being, 
and the lower will be their scores on positive measures of 
well-being. 
Hypothesis lb. The site of the stroke lesion (right 
or left hemisphere) will be related to caregiver well-being 
at follow-up. Left hemisphere strokes will be associated 
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with lower caregiver well-being, because of the central 
importance of communication abilities and opportunities in 
sustaining a relationship. 
Hypotheses: Perceptions of the Stroke 
Hypothesis 2a. It is predicted that greater concern 
regarding the occurrence of another stroke and about the 
ability of the partner to provide continued care will be 
associated with poorer outcomes for the stroke patient. 
Hypothesis 2b. A persistent sense of self-blame and 
guilt for the stroke having occurred will be associated with 
less positive outcomes for the patient. 
Hypothesis 2c. Persistent concern regarding another 
stroke and about ability to continue providing care for the 
patient will be negatively associated with well-being 
outcomes for the partner. 
Hypothesis 2d. Continued feelings of guilt or blame 
for the stroke having occurred will be associated with lower 
caregiver well-being over time. 
Hypotheses: Aspects of Social Networks and Social Support 
Hypothesis 3a. There will be some negative changes in 
the social networks of both stroke patient and partner over 
time: decreases in network size, decreased frequency of 
network contacts, and increased network density. 
Relationship composition of the network will change to 
include fewer friends and a greater number of kin. 
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Perceived reciprocity in network exchanges will decrease. 
Hypothesis 3b. The higher the reported levels of pre-
stroke social activity, integration, and support, the more 
positive will be well-being outcomes for both patient and 
caregiver during the early post-stroke period. 
Hypothesis 3c. Negative changes over time in the 
structural and interactional aspects of social networks 
(size, density, frequency of interaction) will be less 
predictive of outcomes for both patient and caregiver than 
will negative changes in the qualitative and content aspects 
of social support (degree of satisfaction with support, 
maintenance of reciprocity in network exchanges, maintenance 
of sources of different types of support). 
Hypothesis 3d. It is hypothesized in exchange 
theory terms, that the lower the level of functional 
independence of the stroke patient in the early post-stroke 
period, the greater will be the amount of social support 
reported at that time, while at follow-up it is hypothesized 
that these relationships may be reversed, with a higher 
level of functional independence being associated with 
greater reported social support. The rationale for this 
hypothesis is based upon the reciprocal nature of exchanges 
postulated by exchange theorists. (Gouldner, 1960: 
Shumaker & Brownell, 1984). Chronic disability violates the 
exchange norm that the reciprocity of exchanges includes a 
time-limited provision of unreciprocated support or 
assistance. 
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Over time, this results in the erosion of 
network linkages of certain types (i.e., those of friendship 
or neighboring, as opposed to kin relationships). 
Hypothesis 3e. It is also hypothesized that the 
presence of a significant communication disability at 
follow-up will be associated with more negative social 
network changes (lack of reciprocity, small network size, 
high network density, and low levels of social contact 
frequency and reported network support), and with more 
negative 
health 
outcomes for the caregiver in terms 
status and psychological well-being. 
of 
The 
reported 
rationale 
for this hypothesis can also be stated in terms of exchange 
theory. That is, chronic disability leading to 
nonreciprocal exchange relationships will be more 
with societal norms regarding exchanges if close 
congruent 
kin and 
intimates are the providers of the nonreciprocal care. This 
situation increases the burden experienced by close family 
members of the chror.ically disabled person, and will be 
related to more negative caregiver outcomes. 
Hypotheses: Individual Characteristics 
Hypothesis 4a. 
religiosity will be 
Level of optimism and 
positively related to 
outcomes for both patient and caregiver over time. 
level of 
well-being 
Hypothesis 4b. Negative changes in role status 
(employment, hobbies and leisure activities, marital partner 
role) will be negatively associated with well-being 
- -------------------- -_._ .. _._--
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outcomes, but more strongly for the stroke patient than for 
the caregiver. 
Hypothesis 4c. Demographic characteristics will not 
be associated with well-being outcomes when other factors, 
such as the severity of the stroke are controlled for. 
Hypotheses: Stroke Victim - Partner Relationship 
Hypothesis Sa. Congruence in the perceptions of 
patient and partner concerning the quality of their 
relationship will be positively associated with well-being. 
Hypothesis Sb. The degree of overlap in the social 
networks of the patient and caregiver will be negatively 
associated with well-being outcomes over time. 
Hypothesis Sc. Well-being outcomes of patient and 
caregiver will be positively associated at different points 
in time, and over time. 
The following chapter will outline the design of the 
study undertaken to test these hypotheses, and describe the 
methodology employed. 
CHAPTER III 
METHODOLOGY 
This study, which focused on stroke patients and their 
spouses or partners, was part of a larger, three year 
investigation examining social support and well-being 
changes over time in those suffering a first, disabling 
stroke and their caregivers. The study was supported by 
grants from the National Institute on Aging and the AARP 
Andrus Foundation. 
The overall investigation employed survey research 
methodology and a panel design. Data were gathered for this 
study at two points in time, with interviews scheduled six 
months apart. The primary data gathering tool was a 
questionnaire administered during structured, face-to-face 
interviews. Additional information was obtained from 
previously developed scales adopted for this study and from 
stroke patient medical records. Details regarding 
characteristics of the sample, data gathering procedures, 
questionnaire content, and operational definitions of 
variables are contained in the following sections of the 
chapter. 
THE SAMPLE 
Subjects 
Subjects were 50 community-dwelling (at the time of 
-- ---._----.- ---------------------
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the stroke) dyads consisting of individuals who had recently 
suffered an initial, completed stroke, and their spouse or 
partner. Criteria for inclusion in the study were the fol-
lowing: (1) clinical evidence that this was a first 
completed stroke; (2) no evidence of co-existing terminal 
illness or other rapidly progressive medical disease; 3) 
the stroke having occurred within the eight weeks prior to 
the initial interview; (4) geographical availability to 
participate in face-to-face interviews (living within a 50 
mile radius of Portland, Oregon); (5) availability of a 
spouse 
willing 
member 
or partner willing to participate in the study, and 
to provide information regarding the stroke victim 
of the dyad in those cases where the stroke patient 
was unable to respond; and (6) willingness of those stroke 
patients who were able to be interviewed to give consent, 
and to agree to participate in the study. In addition, only 
those dyads for whom both Time 1 and Time 2 interview 
information were available were included in this study. 
Demographics 
Stroke-patient subjects had a mean age of 63.74 years 
and a median age of 63.83 years, with a range of 37 to 90 
years. The caregivers (also referred to as "primary 
informants") in the sample had a mean age of 62.5 years and 
a median age of 62.5 years, with a range of 36 to 84 years. 
Forty one (82%) of the stroke patient subjects were male, 
while nine (18%) of the caregivers were male. The sample 
~~---~---------------
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was predominantly caucasian, with 94% of the patients and 
92% of their partners being white. With regard to the 
stroke patient - caregiver relationship, all subjects were 
married or living as married at the time of initial 
interview. Other demographic characteristics of the sample 
will be discussed in detail in Chapter IV. 
Representativeness of the Sample: Demographics 
Of the total of 210 dyads referred to the Portland 
Stroke Study, 166 (79%) met all eligibility criteria. Table 
V summarizes reasons for exclusion from the study. From 
this pool of potential eligible subjects, 124 (75%) could be 
contacted and agreed to participate. 
Of the 166 eligible dyads, 37 (22%) declined to 
participate 
the reasons 
at the time of initial contact. Table VI 
given by those who declined. There 
lists 
was a 
tendency for those who were feeling extreme stress because 
of the occurrence of the stroke, and for those coping with 
medical complications of the stroke and other health 
problems to decline to be interviewed within the time 
constraints of the study, although several indicated a 
willingness to be contacted "later". Balancing these 
possible biasing factors was the tendency for some stroke 
survivors who were doing extremely well to see little value 
in participating despite careful explanation of the purposes 
of the study. 
Marital couples comprised 78 of the 124 study dyads, 
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TABLE V 
NUMBER AND PERCENT OF EXCLUDED STROKE CASES BY REASON FOR 
EXCLUSION, PORTLAND STROKE STUDY 
REASON FOR EXCLUSION NUMBER PERCENT 
History of previous 
strokes 5 11 
No clear diagnosis 
of stroke 2 5 
No significant other 
available 6 14 
Stroke victim died 
before T1 interview 6 14 
Stroke occurred outside 
study time limits 5 11 
Outside geographical 
boundaries of study 20 45 
Total Cases Excluded 44 100 
TABLE VI 
NUMBER AND PERCENT OF DYADS DECLINING TO PARTICIPATE 
BY REASON EXPRESSED, PORTLAND STROKE STUDY 
REASON NUMBER PERCENT 
No time, too busy 10 27 
Too soon, too much stress 8 22 
Doing too well 1 3 
Stroke victim health problems 5 13 
Caregiver health problems 1 3 
No reason stated 12 32 
Totals 37 100 
--~---------------~~--~-.-. ~ ~ 
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or 63%. At the time of data analysis for this 
investigation, 61 of 78 couples could have completed the 
second (Time 2) interview. The 50 dyads which make up the 
sample for this study were obtained from this pool of 61 
potential couples. Reasons for not completing both the Time 
1 and Time 2 interviews (11 of 61, 18%) were as follows: 
Seven refused further participation at the time of the T2 
interview; two stroke victims had died during the time 
between interviews; one couple had severed their 
relationship and only the primary informant (PI) was 
available for the T2 interview; and one PI was ill and could 
not be interviewed at Tl. The success rate of 82% for 
obtaining both Tl and T2 interviews from the marital dyads 
compared favorably with the overall completion rate of 86% 
for the Portland subjects as a whole. 
In order to determine the representativeness of the 
study sample, examination was undertaken of certain 
demographic characteristics of the marital dyads compared to 
the dyads which declined to participate in the study. 
Information regarding mean age, gender, and marital 
characteristics of the two groups is summarized in 
VII. 
status 
Table 
Age information was available for 29 of 37 of the 
stroke patients in those dyads which declined participation. 
The mean age of the stroke victims in the refusal group was 
69.21, compared to a mean age of 63.75 for the stroke 
TABLE VII 
COMPARATIVE DEMOGRAPHIC DATA FOR ~\R!TAL DYAD S~~PLE 
AND GROUP WHICH DECLINED TO PARTICIPATE 
-X Age 
PATIENTS 
CAREGIVERS 
Gender 
PATIENTS 
Male 
Female 
CAREGIVERS 
Male 
Female 
Marital Status 
Married/Living as 
Married 
Not Married 
MARITAL 
DYADS 
(N = 50) 
63.75 
62.5 
** 
41 (82) 
9 (18 ) 
9 (18) 
41 (82) 
50 (100) 
0 0) 
REFUSERS 
(N = 37) 
69.21 
* 
24 ( 65) 
13 (35 ) 
10 (27) 
27 (73) 
2S (68) 
12 (32) 
* Ages not available for caregivers in refusal group 
** Numbers in parentheses are percents. 
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patients included in this study. Data on marital status 
were available for 165 of 166 of those referred and eligible 
for study participation. Regarding the marital status of 
those who declined, 25 of 37 dyads (68%) were married or 
living with a partner compared to 100% for this study sample 
and 63% for the total Portland sample. In summary, 
comparison of demographic characteristics of those 
who declined participation with characteristics 
Portland sample of 124 dyads revealed that the 
couples 
of the 
stroke 
patient tended to be older, and the couple was more likely 
to be married in the group of refusers. 
Gender data comparing the marital dyad sample and 
those who declined to participate were also examined. The 
study sample was made up of a substantiallY greater 
percentage of male stroke victims (82%, compared to 65% for 
the refusers), while the refusal group contained a larger 
proportion (27%) of male caregivers compared to the marital 
dyad sample. In looking at the gender data in conjunction 
with the marital status data, there was a tendency for the 
group which declined participation to be composed of marital 
dyads in which the stroke victim was female. In the overall 
sample, 83% of the primary respondents (PIs) were female. 
The fact that a greater percentage of dyads in which the 
caregiver was male was found in the group which declined, 
and that such a high percentage of the total group of 
caregivers was female (78%) is in agreement with the 
~- . --- -------------------
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literature on caregiving roles (Belle, 1982; Brody, 1977; 
Shanas, 1979) and with the literature indicating a greater 
willingness among women to participate in survey research. 
It was also possible to compare characteristics of the 
study sample with demographic data from a survey of 
community hospital - based stroke programs ( CHSP) in Oregon 
during 1979 (Becker et al., in press), and with combined 
survey data from community hospital-based programs in three 
states: North Carolina, Oregon, and New York (Becker et 
al., in press). Table VIII summarizes data on age, gender, 
and ethnicity distribution among the marital dyad sample, 
the Oregon CHSP survey, and the three state survey. The 
study sample is composed of younger stroke patients than 
either of the two comparison samples or than the National 
Stroke Study sample (Weinfeld, 1981) for two apparent 
reasons. First, all of the comparison samples contained 
cases which were not initial strokes while this study sample 
did not. Second, as previously mentioned, excluding those 
stroke patients who were widowed or single and without an 
identifiable partner biased the study sample toward a 
younger age group. 
The study sample was composed of a much larger 
proportion of male stroke patients than the comparison 
samples. While the National Stroke Survey (Weinfeld, 1981), 
found a 44% higher incidence of strokes among males, other 
factors appeared to account for the disproportionate number 
~~---~~--. --~'- -- --_ ... _----_.- -~~-- --
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TABLE VIII 
COMPARATIVE DEMOG~~PH!C DATA FOR ~~R!TAL DYAD S~~PLE, 
1979 OREGON CHSP SAMPLE, AND 
CHARACTERISTIC 
-X AGE 
MEDIAN AGE 
GENDER 
MALE 
FEMALE 
ETHNICITY 
WHITE 
NON WHITE 
THREE STATE CHSP SAMPLE 
MARITAL 
DYADS 
(N = 50) 
63.7 
63.8 
41 (82) 
9 (18) 
47 (94) 
3 ( 6) 
* 
OREGON 
CHSP 
(N = 1689) 
71.9 
73.0 
765 (45) 
924 (55) 
1632 (97) 
57 ( 3) 
* Numbers in parentheses are percents. 
3 STATE 
CHSP 
(N = 4091) 
69.6 
71.0 
1918 (47) 
2173 (53) 
3444 (84) 
647 (16) 
of males in the study sample. More than one-third 
subjects in this study were referred from the 
Administration Hospital, which serves largely 
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of the 
Veterans 
a male 
population. Also, as previously mentioned, there was a 
tendency for dyads in which the caregiver, or primary 
informant was female to be more willing to participate in 
the study. Furthermore, males are more likely to have 
living spouses or partners because of the differential 
longevity of males and females (Cutler & Harootyan, 1975). 
Stroke-Related Data 
Data on the type of stroke and site of lesion were 
obtained from medical records, including discharge 
summaries, 
reports. 
CT scan reports, and cerebral 
All medical records were obtained by 
angiographic 
having the 
stroke victim subject or their representative sign a release 
of medical information form. This form was then submitted 
to the medical records department of the appropriate 
hospital or hospitals. Information regarding the type of 
stroke suffered and the location of the lesion was available 
for all 50 of the stroke victim subjects. Determination of 
type and site of the lesion was made from review of the 
medical records by the investigator, 
working wjth stroke patients and 
who is experienced in 
in interpreting their 
medical records. In those cases where the medical records 
or CT scan reports were unclear or ambiguous as to the type 
or site of the stroke lesion, interpretation of these data 
. __ .. _-_ .. _. __ ._-------
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was made by the consulting neurologist to the project. 
Representativeness of the Sample: Stroke-Related Data 
In this sample, 45 (90%) of the stroke patients had 
suffered a thromboembolic stroke, or cerebral infarct, while 
four (8%) had suffered a hemorrhagic stroke, and one (2%) 
had suffered a lacunar infarct. With regard to the location 
of the lesion, 30 subjects (60%) had experienced left 
hemisphere strokes, 15 (30%) were found to have had right 
hemisphere strokes, and five (10%) had suffered brain stem 
strokes. The distribution of types of strokes in this 
sample is in agreement with the 1979 CHSP data (Becker et 
al., in press), and with data from the National Survey of 
Stroke (Weinfeld, 1981). With regard to site of lesion, the 
study sample has a greater than expected proportion of 
patients with left hemisphere lesions. This may in part be 
due to the fact that a large number of referrals came from 
speech pathologists, who would be more likely to be working 
with persons with left hemisphere strokes. It may also 
reflect the possibility that a greater percentage of those 
who declined to participate were individuals with right 
hemisphere strokes. 
DATA COLLECTION 
Subject Recruitment 
The study sample was obtained through extensive 
preliminary efforts involved in setting up a referral system 
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with seven of the largest area hospitals within the 
geographical boundaries of the study. These included six 
major hospitals in the Portland metropolitan area (Emanuel, 
Good Samaritan, Oregon Health Sciences University, Provi-
dence, St. Vincent, and tha Vaterans Administration medical 
centers) as well as Salem Memorial-Salem General Hospital in 
Salem, Oregon. Tables IX and X summarize the sources of 
referrals. The majority of referrals (92%) carne from 
facilities having comprehensive rehabilitation centers 
affiliated with their institutions. In each of the 
referring institutions, the investigator identified one or 
two key persons who acted as contact individuals, and who 
made the initial approach to patients and families to inform 
them about the study. When potential subjects were willing 
to learn more about the investigation, the contact 
sent a brief referral form to the study office in 
person 
prepaid 
envelopes provided. Potential subjects were then contacted 
by an interviewer, the nature of the project explained in 
more detail to them, and informed consent obtained in 
writing if the family and/or patient indicated willingness 
to participate. In all cases, care was taken to obtain the 
consent of the attending physician before potential subjects 
were approached. 
Several other recruiting efforts were initiated in 
order to increase the number of referrals. These included 
contacts with home health agencies. private physicians 
- -_._-_ .. ---- -------
106 
TABLE IX 
TOTAL NUMBER AND PERCENT OF REFERRALS BY REFERRAL SOURCE, 
PORTLAND STROKE STUDY (N = 210 ) 
REFERRAL SOURCE . 
v. A. Hospital 
Emanuel Hospital 
Salem General Hosp. 
Good Samaritan Hosp. 
Providence Hospital 
OHSU Hospital 
Other Sources * 
Totals 
ft IN 
STUDY 
46 
40 
14 
9 
8 
1 
6 
124 
ft NOT 
IN STUDY 
36 
23 
9 
11 
2 
2 
3 
86 
* Other referral sources include: 
physician (2)~ speech pathologist (2)~ 
(2) ~ friend (1). 
Total referrals 210 
Total excluded 44 (21%) 
Total eligible referrals 166 (79%) 
TOTAL 
REFERR. 
82 
63 
23 
20 
10 
3 
9 
210 
% 
TOTAL 
39 
30 
11 
10 
5 
1 
4 
100 
self (2) ~ private 
home health agency 
Total in Study = 124 (75% of those eligible) 
Total eligible who refused to participate = 37 (22%) 
Total eligible unable to contact = 5 (3%) 
- -----.---. -'- --------.---- .. - .. -- .... -- .. 
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TABLE X 
NUMBER AND PERCENT OF REFERRALS ay SOURCE 
OF REFERRAL, MARITAL DYAD SAMPLE 
REFERRAL SOURCE 
Veterans Administration 
Med. Center, Portland 
Emanuel Hospital, Portland 
Salem Memorial-Salem General 
Hospital, Salem 
Good Samaritan Hospital & 
Med. Center, Portland 
Providence Medical Center, 
Portland 
Other (Self, friend, small 
community hospital) 
Oregon Health Sciences Uni-
versity Hospital, Portland 
Totals 
-----------.-------
NUMBER OF 
REFERRALS 
18 
13 
8 
4 
3 
3 
1 
50 
% OF TOTAL 
REFERRALS 
36 
26 
16 
8 
6 
6 
2 
100 
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(internists, neurologists, and physiatrists), stroke clubs, 
and senior centers. In some hospitals, permission was 
obtained for project staff to screen the charts of persons 
admitted or discharged with the diagnosis of stroke, with 
approval of the attending physician. 
Conduct of the Interviews 
Data analyzed in this investigation were collected 
over a 21 month period from November, 1983 through July, 
1985. 
every 
within 
that 
Once subjects had agreed to participate in the study, 
attempt was made to complete the initial interview 
three to six weeks following the stroke event. So 
a number of potential participants would not be 
excluded, however, the time between occurrence of the stroke 
and initial interview was extended to eight weeks in some 
cases. Most interviews were conducted in 
(82% for the primary informants, and 81% 
victims who could be interviewed), with 
subjects' homes 
for the stroke 
the remaining 
interviews being conducted in the hospital setting or in 
the stroke project office if this was more convenient for 
the subject. Interviews were carried out by three 
experienced interviewers, including the investigator. All of 
the interviewers had extensive experience in counseling and 
interviewing persons and families in crisis situations. 
Every attempt was made within the practical constraints of 
data collection to have the same interviewer complete both 
the initial and followup interviews with a particular 
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subject. 
HUMAN SUBJECTS ASSURANCES AND CONCERNS 
During all phases of the project, care was taken to 
assure that subjects' rights to privacy and anonymity were 
protected. Subjects were informed both verbally and in 
writing that the information they provided would be treated 
as group data only, and that they would not personally be 
identified in any of the reported results. Interview 
protocols were 
purposes, and 
identification 
assigned code numbers for 
completed interviews as 
code book were stored in 
files in the Stroke Study office. 
identification 
well as the 
separate locked 
In addition to the procedures adopted to insure the 
subjects anonymity and privacy, care was taken to inform 
subjects verbally and in writing that they could decline to 
participate in the study or withdraw from the study at any 
time without jeopardizing the stroke victim's 
rehabilitation program, future hospital and medical care, or 
related benefits. These written and spoken assurances were 
provided at the time subjects were initially informed about 
the study, and before each interview began. In addition, 
special efforts were made to confirm that the stroke victim 
subjects understood both the nature of the study and their 
rights as potential subjects. Typical and frequent comments 
such as "If it will help other stroke patients and their 
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families, I'd be happy to participate" helped reassure the 
interviewers that stroke victim subjects were giving 
informed consent. 
Because of the length of the interview (approximately 
one and a half hours), the sensitive nature of some of the 
questions, and the timing of the interview relative to the 
stroke event itself, care was taken by the interviewers to 
be sensitive to signs of fatigue or discomfort on the part 
of the subjects, and to assure subjects that they could take 
a rest break, or decline to answer certain questions if they 
chose. 
DATA COLLECTION INSTRUMENTS 
Stroke Survey: Social Support and Well-Being 
Data were collected primarily through the use of a 
questionnaire designed for the study, the Stroke Survey: 
Social Support and Well-Being. As the instrument was 
developed, it became necessary to actually create three 
separate versions of the questionnaire: one for use with the 
caregivers, one to be administered to stroke-victim 
subjects, and a third version for caregivers responding for 
stroke victims who were unable to respond for themselves.In 
addition, a follow-up version of the protocol was developed 
for administration at Time 2, six months after the initial 
interview. Two forms of the follow-up interview were 
developed, one to be given to primary informants and to 
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stroke victims who could participate in the interview, and a 
second form for primary informants providing information 
about the stroke victim. Having these targeted versions of 
the protocol improved th~ flow of the interview, and made 
the instrument less cumbersome. Copies of the interview 
protocols for Time 1 and Time 2 are found in Appendix A and 
Appendix B. 
The interview took approximately an hour and a half to 
complete in its final form. The instrument was pretested on 
six families who were not part of the study sample, and 
shortened considerably from its original version. 
The following are the major types of data collected 
with the interview protocol: 
Demographic. Information was obtained regarding age, 
sex, race, marital status, household, children, pets, 
education, employment, income, forms of transportation 
utilized, and residential characteristics. 
Group Memberships I Recreational Activities I 
Community Services. Information regarding the types and 
numbers of organizations to which subjects belonged, 
including religious affiliation, and frequency of 
participation in these organizations was obtained. 
Respondents were asked about the importance of religion in 
their lives. They were also asked to describe their 
involvement in volunteer activities, and the frequency of 
participation in volunteer activities. Information 
-- ------------,--------- ------ - -
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regarding types and numbers of recreational activities and 
hobbies engaged in by respondents was also gathered. 
Subjects' use of community services and their satisfaction 
with these services was determined. 
Health Status. Questions regarding health status at 
the time of the initial interview sought to establish a 
baseline of self-perceived health prior to the stroke event. 
At Time 2, similar questions sought information about 
present health status. Subjects were asked to rate their 
overall health status, to compare their present health 
status to what it was six months prior to the stroke, and to 
predict overall health status six months into the future. 
Other health-related questions probed for the occurrence of 
positive and negative life events in the year before the 
stroke and between the Time 1 and Time 2 interviews, the 
existence of chronic health problems and disabilities, 
number of hospitalizations in the year prior to the stroke 
and between interview times, number of physician visits 
within the same time period, number of regular medications 
before and since the stroke occurred, and the presence of 
any emotional problems for which the respondent had desired 
or sought help. Questions were also asked regarding 
appetite changes or sleep disturbances in the six months 
prior to the stroke, and in the time period between inter-
views. 
Perceptions and Feelings Regarding 
Subjects were asked questions about their 
what they might have done to prevent the 
concerns about the possibility of another 
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the Stroke. 
perceptions of 
stroke, their 
stroke, their 
concerns about future care related to the stroke, and to 
rate the overall severity of the patient's stroke-related 
physical problems in terms of the amount of assistance he or 
she required. Other questions related to the stroke event 
included inquiries about sources of strength and support in 
dealing with the stroke, and overall satisfaction with the 
health care received for the stroke. Respondents were asked 
whether they had previously known anyone who had experienced 
a stroke, and whether or not and to whom they ascribed 
"blame" for the stroke occurring. At Time 2, additional 
questions were incorporated which probed caregivers' 
perceptions of personality and behavioral changes in the 
stroke victim, and the degree of felt burden experienced by 
the caregiver. At this time questions also were asked about 
participation in support groups such as stroke clubs, and 
the perceived helpfulness of these groups. Finally, the 
Time 2 interview included open-ended questions about major 
worries and concerns related to the stroke, about types of 
support that had been helpful, or that the respondent 
desired but did not find available, and about present kinds 
of assistance desired . 
Spousal Relationship. In order to characterize the 
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quality of the spousal relationship (which was defined as 
married or living together as married), several questions 
focused on the frequency of joint activities, manner of 
dealing with potential areas of marital conflict ( finances, 
major decisions, handling children and in-laws, etc.), and 
who in the relationship held major responsibility for 
managing family finances, making major decisions, and 
completing household tasks. Subjects were asked to assess 
the likelihood that they and their spouse or partner would 
confide in one another, to rate their overall satisfaction 
with the marital relationship, and to compare their 
relationship to that of other couples they've known. 
Social Network/Support. Because it was the major 
focus of this study, detailed information was obtained about 
the social networks of both stroke victims and their 
partners. Using a method developed by Fischer and his 
colleagues (Fischer, 1982), first a series of questions 
about various types of support the respondent received from 
his or social network (instrumental, emotional/affective, 
informational/cognitive, and companionship) served to elicit 
a list of names of support persons, up to 20 total names. 
Descriptive information was obtained about each of these 
support persons, including gender, relationship to the 
respondent, and type of support provided. After the 
respondent selected up to ten of the support persons named 
previously as being part of the individual's close personal 
- ------------------
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network, further descriptive information was obtained about 
these intimate social network members including age, 
residence location, duration of the relationship, frequency 
of contact, and degree of reciprocity in the relationship. 
Global assessments of network functioning included questions 
about the respondent's overall satisfaction with the 
quantity and quality of social contact, and measures of 
network density and degree of interconnectedness. From the 
perspective that not all network relationships are 
supportive, and that some network members may create 
additional stress for the focal person, subjects were also 
asked whether, during the time of the acute stroke event and 
at the time of follow-up, some network members had helped 
less than expected or not at all; whether there were 
individuals who tried to be helpful but made the situation 
worse; whether some network members were perceived as "out 
to make life difficult" for the respondent; and whether 
there were persons with whom the subject didn't get along. 
Other Measures 
Along with the questionnaires developed for the study, 
three established measures of psychological well-being, a 
caregiver burden scale, and two measures of level of 
functioning in activities of daily living were employed. 
Reliability of each of these measures with this sample was 
determined by computing Cronbach's alpha, a measure of 
internal consistency (Cronbach, 1951). These instruments 
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are described in the following sections. 
Index of Psychological Well-Being (IPWB). This is an 
eight item, self-report scale designed to measure mental 
health in a general population (Berkman, 1971). It is 
composed of both positive and negative feeling-state items, 
and describes the relative strength of an individual's 
positive and negative feelings, rather than an absolute 
amount of one or the other. Separate scores are computed 
for negative and positive feelings, and combined on a matrix 
to form a total (balance) score of psychological well-being. 
For example, an individual with a negative feelings score of 
three and a positive feelings score of eight receives a 
balance score of two on the scale. Table XI illustrates the 
scoring system of the IPWB. This method of measuring 
psychological well-being helps to explain why some people 
who seem to have a very high number of negative forces 
acting on them are still able to maintain a sense of well-
being, while others who appear to be exposed to only a small 
number of negative experiences become extremely depressed. 
The items in this scale come from those used by 
Bradburn and Caplovitz (1965) to measure psychological well-
being in their studies of happiness. For purposes of this 
study, the change adopted by Schulz and Decker (1982) in 
their study of spinal cord injured persons for one item on 
the Index (from "so restless you couldn't sit long in a 
chair" to "so restless you had to move about") was 
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TABLE XI 
SCORING MATRIX FOR THE INDEX OF PSYCHOLOGICAL WELL-BEING 
Negative Positive Feelings Score 
Feelings Score 7-9 4-6 3 0-2 
0-1 1 2 3 4 
2-3 2 3 4 5 
4-5 3 4 5 6 
6-15 4 5 6 7 
maintained in this study, since some of the stroke-victim 
subjects were unable to walk. Berkman (1971) cites a 
parallel association between scores on the Index of 
Psychological Well-Being and mental health/life stress 
ratings by psychiatrists in the Midtown Manhattan Study 
(Langner and Michael, 1963) as an indication of criterion-
oriented concurrent validity. Reliability of the IPWB for 
this sample was considered acceptable. Alpha levels ranged 
from .84 for PI positive well-being to .45 for stroke victim 
positive well-being. 
Center for Epidemiologic Studies - Depression Scale 
(CES-D) . This is a 28 item version of a self-report scale 
designed to measure depressive symptoms in the general 
population (Radloff, 1977). The items were selected from 
previously validated longer scales: Beck Depression 
Inventory (Beck, Ward, Mendelson, Mock, & Erbaugh, 1961); 
Zung's Self-Rating Scale (Zung & Durham, 1965); MMPI-
-- ---------------------
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Depression Scale. The CES-D is composed of four factors 
interpreted as depressed affect, positive affect, somatic 
and retarded activity, and an interpersonal factor. The 
CES-D Scale was designed to avoid the problem characteristic 
of some depression scales of placing too much emphasis on 
somatic items which frequently characterize non-depressed 
older persons. Radloff (1977) reports that the internal 
consistency, test-retest reliability, and validity of the 
scale are high and correlations between the CES-D and age, 
social class, and gender are minimal. 
established based on the clinical 
Content validity was 
relevance of symptoms 
which comprise the items of the scale. Criterion-oriented 
validity was also established by correlations with other 
valid self-report depression scales (Bradburn, 1969, ~ = 
.61; Langner, 1962, ~ = .54; and Lubin, 1967, ~ = .51) and 
with clinical ratings of severity of depression (~= .56). 
Construct validity was established by demonstrating a 
pattern of relationships with other variables. Reliability 
of the scale was established through test-retest procedures 
(~ = .54) and analysis of internal consistency (Cronbach's 
alpha = .85; split halves r = .77). The CES-D is not 
designed to be used as a clinical diagnostic tool, but is 
felt to be most useful in identifying groups at risk of 
depression. Cronbach's alphas for the CES-D in the present 
sample were very high (alpha = .89 for the caregivers, and 
.86 for the stroke victim respondents). 
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The Life-Orientation Test (LOT). This is an eight 
item scale developed by Scheier and Carver {1983} to measura 
dispositional optimism, which they define in terms of the 
favorability of the general outcome expectancy that a person 
has come to hold. Rather than viewing optimism as a 
construct representing a transient state, and as an outcome 
variable, these authors have developed a model, based on 
studies using this scale, which conceptualizes optimism as a 
stable personality characteristic having important 
implications for the manner in which people manage their 
actions, leading in turn to other important consequences. 
For this study, we were interested in exploring the 
relationship between dispositional optimism, as expressed in 
responses to this scale, and several outcome measures, 
including symptom reporting on the IPWB and the CES-D, the 
degree of felt burden expressed by primary informants in 
caring for the stroke patient, and perceptions and feelings 
about the stroke itself. Initial evidence for convergent 
validity of the LOT was reported by Scheier and Carver 
(1983) who found the LOT to correlate significantly in the 
expected direction with other measures, such as a measure of 
locus of control (Rotter, 1966), Rosenberg's self-esteem 
scale (Rosenberg, 1965), a hopelessness scale (Beck, 
Weissman, Lester, and Trexler, 1974), Beck's Depression 
Inventory (Beck, 1967), a measure of perceived stress 
(Cohen, Kamarck, and Mermelstein, 1983), a measure of social 
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desirability (Crowne and Marlowe, 1964), the Self-Con-
sciousness Scale (Fenigstein, Scheier, and Buss, 1975), and 
a test of alienation (Maddi, Kobasa, and Hoover, 1979). 
Evidence for the discriminant validity of the LOT is found 
in the fact that it correlates only modestly with the other 
measures described above. The authors argue that this 
indicates that the LOT is not completely redundant of the 
other measures with which it was compared in establishing 
its psychometric properties. 
With regard to internal consistency, Cronbach's alpha 
for the entire a-item scale was found to be.76, indicating 
an acceptable level of internal consistency. Test-retest 
reliability as indicated by a test-retest correlation of 
.79, is indicative of the measure's stability over time. 
For this study sample, Cronbach's alphas were acceptable 
(alpha = .65 for caregivers and .61 for stroke patients). 
Caregiver Burden Scale. This measure consists of a 14 
item Likert-type scale adopted from a measure described by 
Zarit, Reever, and Bach-Peterson (1980) for use with the 
caregivers of elderly demented persons. For use in this 
study it was necessary to reword some of the items, and to 
eliminate others which appeared inappropriate for use with a 
stroke sample. The psychometric properties of the Caregiver 
Burden Scale described by Zarit et ale have been 
established, with internal consistency reported to be high 
(alpha = .85) (Zarit, personal communication, October 11, 
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1985). The instrument appears to have content validity, and 
the internal consistency of the scale with this study sample 
was very high (alpha = .85). The Caregiver Burden Scale was 
administered to caregiver subjects only, and only at Time 2. 
Barthel Index. This instrument is a widely used, 
easily scored index of functional independence in activities 
of daily living (Mahoney & Barthel, 1965) whose reliability 
and validity have been supported in a number of studies 
(Donaldson, Wagner, and Gresham, 1973; Wylie, 1967). It 
provides a simple, yet reasonably sensitive method for 
evaluating the physical functioning of a disabled individual 
at a given time, and for assessing change in physical 
functioning over time. This index assigns 0, 5, 10, or 15 
points to the level of performance on each of 10 activities 
of daily living, with a maximun obtainable score of 100 when 
all activities are carried out completely independently. At 
each interview period, stroke-victim subjects rated 
themselves on the Barthel Index, and the primary informants 
independently rated the stroke victim's level of functional 
independence with the same instrument. Internal consistency 
of the Barthel for the present study sample was very 
acceptable (alpha = .90 for primary informants, and .81 for 
stroke victims.) 
Adaptive/Social Functioning Scale (ASF). This is a 
nine item scale of selected activities thought to reflect 
adaptive and social functioning following brain injury. It 
----------- -------------------- - - ---
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was adopted from the instrument used by the Comprehensive 
Stroke Center of Oregon in a 1979 survey of stroke and 
rehabilitation outcomes. The scale rates individuals as to 
whether they are able to perform the described activity 
since the stroke, whether they were capable of performing 
the activity before the stroke but not since, or whether 
they were incapable of performing the activity in question 
before the stroke. Four of the items (those related to 
using the telephone, using public or private transportation, 
performing general outdoor activities and engaging in formal 
and informal social activities) are rated as to whether they 
are performed independently or with assistance. No 
information about the psychometric properties of this scale 
is available although the results of one study using the ASF 
are available (Becker et al., in press). For caregivers in 
this sample, internal consistency of the ASF scale was high 
(alpha = .87). 
Medical Records Data 
In addition to information obtained from the interview 
schedule and from the scales described in the previous 
section, certain information related to the stroke was 
obtained from the stroke patient subjects' medical records. 
This included data on the type of stroke, site of lesion, 
length of hospitalization, and types of therapy provided. 
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OPERATIONAL DEFINITIONS 
Demographics 
Age. Age was defined in this study as the subject's 
age in years on the day of the initial interview. 
Household Composition. This was coded as: spousal 
couple only, children living in the home, or "other". 
Education. Amount of education was the highest 
reported level of education completed, on an eight-point 
scale from (1) less than seven years of school to (8) 
graduate or professional training. 
Employment Status. Subjects defined their employment 
status as: never worked outside the home, employed full-
time, employed part-time, unemployed, retired, or other. At 
the time of the first interview, employment was defined as 
pre-stroke employment status. 
Income. Income was defined as total household income 
in the year prior to the stroke. Subjects were asked to 
indicate their income category on a scale from (1) less than 
$5,000 a year to (9) more than $50,000 a year. 
Religiosity 
Religiosity was defined as a subject's summed score on 
a three-item index (RELIG) which included: the reported 
importance of religion to the respondent, on a 5 point scale 
from (1) very unimportant to (5) very important; reported 
level of religious activity, from (1) inactive to (4) very 
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active: and frequency of attendance at religious activities 
or services, from (0) never to (5) greater than weekly. 
Cronbach's alphas for this index were .80 for the caregivers 
and .70 for the stroke victims. Alpha levels were improved 
to .87 for the caregivers and to .80 for the patients if the 
item regarding the importance of religion was deleted from 
the index. 
organizational Activities and Memberships 
Organizational Memberships. This was a computed total 
of all the organizations to which the subject indicated he 
or she belonged. Type of organization was also coded for 
descriptive analysis. 
Volunteer Organizations. This was a computed total of 
the number of groups or organizations to which the 
respondent reported giving volunteer time. 
Self-Reported Health Status 
Objective Health Status. Objective health status was 
defined as the subject's summed score on a four-item index 
(OBHEALTH) which included: the number of limiting 
disabilities the individual reported, the number of chronic 
illnesses, the number of visits to the doctor during the 
previous six months, and the number of medications they were 
currently taking. Cronbach's alphas for this index were .76 
for the partners and .55 for the stroke patients. 
Subjective Health. Attempts were made to construct an 
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index of subjective or perceived health which included 
individuals' overall assessment of their present health 
status; whether their health had gotten better, stayed the 
same, or was worse compared to six months ago; and whether 
they expected their overall health to change within the next 
six months. These efforts did not result in a subjective 
health index with an acceptable level of internal 
consistency. Therefore, the item related to overall 
assessment of present health status (HEALTH) was chosen as 
the best indicator of subjective health for later analyses. 
Stressful Life Events 
Two separate scores were computed for major life 
events which subjects reported in the year prior to the 
stroke and during the six months between interviews: A 
score for positive life events and a score for negative life 
events. If there was ambiguity in interpreting the event as 
positive or negative, the subject was asked how he or she 
perceived the event. 
Stroke-Related Factors 
Severity of the Stroke. Severity of the stroke 
disability in this study was defined as the level of 
assistance required or utilized by the stroke victim in 
accomplishing activities of daily living and in dealing with 
various cognitive tasks. The subject's scores on two 
measures of functional independence were used to define the 
---- -------.- ------------ ------ --- -
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severity of stroke-related disability. The Barthel Index 
(Mahoney & Barthel, 1965) is a measure of functional 
independence in accomplishing physical activities of daily 
living (ADL's) such as feeding, dressing, grooming, 
ambulating, and toileting. The Adaptive/Social Functioning 
Scale (ASF) is an activity scale which quantifies level of 
independence in such activities as communication, social 
interaction, ability to handle money, and ability to use 
public or private transportation. 
Type of Stroke. Strokes were categorized as (1) 
thromboembolic (infarction): (2) hemorrhagic: or (3) 
lacunar. Cerebral infarctions are types of strokes caused 
by either a clot (embolus) traveling from another part of 
the body to block the flow of blood to the brain, or by the 
narrowing of a blood vessel wall related to atherosclerotic 
plaque (thrombi) restricting the flow of blood to a critical 
area of the brain. While some studies differentiate between 
thrombotic and embolic strokes, and between types of embolic 
strokes, the consulting neurologist on this study 
recommended that we consider thrombotic and embolic 
infarctions in one category of thromboembolic events. This 
is because it is difficult to determine in many cases 
whether a cerebral infarction is caused by a thrombus or an 
embolus. Hemorrhagic strokes are those caused by the 
bleeding of one or more blood vessels within the brain, with 
the resultant death of brain tissue. Lacunar strokes are 
~--------- ---- -------
generally 
the brain. 
mild events, related to small hemorrhages 
Strokes of the hemorrhage type are 
related to hypertension. 
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within 
usually 
Site of Lesion. The site of lesion refers to whether 
the stroke occurred in one or the other cerebral hemisphere, 
in the brain stem, or elsewhere in the central nervous 
system (e.g., a spinal stroke). Strokes were classified in 
this study as having occurred in the left cerebral 
hemisphere, the right cerebral hemisphere, the brain stem, 
or elsewhere (the "other" category). Site of lesion was 
determined by medical records, especially hospital discharge 
summaries and CT scan reports. 
First, Completed Stroke. It was important to determine 
for purposes of this study, that stroke victim subjects had 
not suffered previous, completed stroke events that would 
have perhaps affected the social support system of the 
subject or the primary informant, or their psychological 
well-being. Previous transient ischemic attacks (TIA's) or 
completely resolved ischemic neurologic deficits (RIND's) 
did not exclude potential subjects from inclusion in the 
study. Because some CT scan reports on stroke victim 
subjects indicated previous small lesions for which the 
subject had never been hospitalized, for which there was no 
clinical medical documentation, and of which the subjects 
themselves were unaware, the final determination as to 
whether a potential subject should be excluded because of a 
-- -------- ---_._-------
128 
previous completed stroke was made by the project's 
consulting neurologist on the basis of medical records and 
CT scan reports. 
Stroke-Related Personality and Behavioral Changes. A 
list of 19 behaviors or personality traits, six with 
positive connotations and 13 with negative implications, was 
prepared, based on the relevant stroke literature and the 
investigator's experience with stroke families. Partners 
were asked at the time of the second interview to indicate 
whether the stroke patient exhibited less, about the same 
degree, or more of each of the behaviors since the 
occurrence of the stroke. From this information, five 
scores were computed: the total number of negative 
behaviors which had increased in frequency: total number of 
positive behaviors which had increased: total number of 
negative behaviors which had decreased, total number of 
positive behaviors which had decreased, and total number of 
behaviors which had remained about the same. 
Perceptions of the Stroke 
Attempts to create an index of stroke perceptions 
which included scores on questions regarding concern about 
another stroke, concern about future care, and overall 
stroke severity did not result in acceptable alpha levels. 
Therefore, responses to these questions were retained as 
individual items for later analyses. 
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Quality of the Stroke Victim - Partner Relationship 
Several indices were created from questions which 
probed various aspects of the stroke victim 
relationship. These indices are described below. 
caregiver 
Index of Marital Satisfaction. This was a four-item 
index (MARR4) which summed respondents' scores on items 
dealing with: the probability that they would discuss an 
important problem with their partner, from (1) very unlikely 
to (5) very likely; the likelihood that the partner would 
discuss a serious problem with them; perceived level of 
happiness in the relationship, from (1) very unhappy to (5) 
very happy; and how they would compare their relationship 
to other couples they've known, from (1) worse to (3) 
better. Alpha levels for this index were .70 for the 
partners and .48 for the patients. 
Index of Marital Disagreement. Marital disagreement 
was operationalized as the total score a subject received on 
a five-item index which assessed frequency of disagreement, 
from (1) rarely to (3) frequently, with regard to finances, 
children, major decisions, sharing of household tasks, and 
leisure time activities. Alpha levels for the index were 
.61 for the caregivers and .69 for the stroke victims. 
Index of Shared Marital Activity. Shared marital 
activity was defined for purposes of the study as a 
subject's total score on a six-item index which assessed 
frequency of shared or joint activity involving: outside 
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interests or activities, conversations about ideas or 
opinions, laughing together, calmly discussing something, 
working together on a project, and number of joint 
organizational memberships. Individual item scores for the 
first five items could range from (0) never to (6) more 
often than once daily. Total number of joint organizational 
memberships was computed as part of the Index score. Alpha 
coefficients for this index were at acceptable levels: 
alpha = .66 for the caregivers, and alpha = .73 for the 
patients. 
Social Activity 
A five-item index of social activity (SOCIAL) was 
created by summing subjects' scores on items which assessed 
the frequency with which they had people over to their home 
for a meal, went to others' homes for a meal, had visitors, 
went visiting in someone's home, and went out with other 
people. These items were adopted from Fischer's (1982) 
northern California survey. Alpha coefficients for this 
index were quite high - .84 for the partners, and .87 for 
the stroke patients. 
Social Network 
The concept of individual, or ego-centered networks of 
other persons to whom the subject has ties of kinship, 
friendship, neighborly relationship, or work relationship 
has been frequently used as one measure or indicator of 
---- ------------------------
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social support. The individual social networks of subjects 
~n this study was defined as comprised of those individuals, 
up to a total number of 20, whom the subject named in 
response to a variety of questions about the people in his 
or her life who provide instrumental, informational, or 
emotional support, or with whom the subject spends time 
socializing. The intimate, or close social networks of 
subjects included up to 10 persons from the total network 
list whom the subject indicated were especially important to 
him or her, or to whom the subject felt most close. The 
method used to elicit names of network members was modelled 
after that suggested by Fischer (1982). 
Structural Network Measures. Structural network 
measures are those characteristics of the network that 
describe its structural, or quantitative aspects. These 
include the total number of persons in the network, 
frequency of contact with individual network members, ages 
of network members, the length of time the subject has known 
the network member, and the nature of the relationship 
(parent, child, spouse, other kin, friend, neighbor, work 
associate). Other structural network measures utilized in 
this study included two indicators of the interconnectedness 
among network members (density and degree), as well as a 
measure of the overlap in network membership between the 
networks of the stroke victim and the primary informant 
(boundary density). 
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Prestroke social network. This was defined as the 
total number of persons named by the respondent in response 
to specific questions about network activities before the 
stroke. 
Stroke period social network. This network included 
those persons named by the subject in response to specific 
questions about network members who provided help and 
support, or who were less than helpful during the period of 
time between the onset of the stroke and the initial 
interview. 
Poststroke social network. This network included 
those individuals named by the subject in response to 
network eliciting questions at Time 2. 
Frequency of network contact. This measure included 
summed frequency counts of both face-to-face contacts with 
non-household network members, and phone and letter 
contacts. In addition, a combined score of the frequency of 
both types of contacts was computed. Frequency of contact 
was determined for members of the intimate network only, and 
a mean frequency of contact score for a subject was 
determined by summing and averaging across all members of 
the intimate network. 
Network density. Network density is a measure of the 
interconnectedness among the members of a social network. 
It is defined as the number of actual network ties which 
exist relative to the number of possible ties which could 
--------------------------- ---- -
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exist. In this study, the existence of a tie between two 
net~'1ork members was determined by asking the question I "Does 
X know Y?" The formula, 
Density 100 x NA 
N (N-1) /2 
where NA equals the actual number of network ties, and N 
equals the number of network members, was used in this study 
to determine network density. 
Network degree. Degree is also a measure of network 
interconnectedness which corrects for differences in network 
size across subjects. It is conceptualized as the average 
number of ties per person in a given network, and is 
mathematically defined as: 
Degree = 2 x NA 
N 
where NA = the number of actual ties and N = the number of 
persons in the network. 
Social Support 
Social support is defined as comprised of those 
mechanisms whereby social network relationships promote 
positive outcomes, or serve as a buffer against negative 
outcomes, especially in assisting an individual or family to 
cope with stressful life events. Social support was 
conceptualized in this study as of four types: 
instrumental, affective or emotional, informational/ 
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cognitive, and companionship. That is, individual network 
members were categorized as providing one or more of the 
types of support described below. 
Instrumental support. Instrumental support was 
defined as the provision of tangible aid, such as financial 
assistance, transportation, or assistance with household 
chores or activities of daily living. 
Affective support. Affective support has been defined 
as the communication of direct, positive affect~ for 
example, feedback that one is loved, respected, confided in, 
and "belongs". It is also described as emotional support. 
In this study, confidant support was used as the primary 
measure of emotional support. Expressed or perceived 
understanding of the situation of the caregiver and of the 
patient was an additional measure of emotional support. 
Informational (cognitive) support. This type of 
support is defined as the communication of information that 
helps the individual negotiate his or her world. The 
information provided may range from the very specific, such 
as how to deal with various aspects of the stroke, or how to 
locate a stroke club support group, to more subtle types of 
information which enable the individual to appraise the 
appropriateness of feelings, beliefs, attitudes, and goals. 
Informational support was defined in this study as the 
number of network members who provided information and 
advice, or from whom the respondent would seek information 
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and advice. 
Companionship support. This was measured by questions 
which asked respondents to indicate those persons with whom 
they spent time socializing, or "just having an enjoyable 
time together", and those persons with whom they enjoyed 
sharing interests or hobbies. 
Reciprocity. Reciprocity in network exchanges has 
been consistently found to be an important aspect of social 
support (Antonucci & Depner, 1982; Chapman, Pancoast, & 
Parker, 1983; Gottlieb, 1981; Kahn & Antonucci, 1980; 
Roberto & Scott, 1984; Wentowski, 1981). In this study, 
reciprocity was determined by computing the number of 
network members with whom the subject indicated they 
maintained or would expect reciprocal exchanges in the areas 
of task-oriented support, assistance when ill, confiding, 
and providing information and advice. A total reciprocity 
score was then computed for each type of supportive 
exchange. This allowed for determination of those subjects 
who reported a reciprocal balance in their supportive 
relationships versus those who appeared to be "underhelped" 
or "overhelped" (Roberto & Scott, 1984). 
Psychological Well-Being 
In this study, three measures of psychological well-
being were employed: the Index of Psychological Well-Being 
(Berkman, 1971), the Center for Epidemiologic Studies 
Depression Scale (Radloff, 1977), and the Level of Optimism 
--------- ------------------ --- ----
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Scale (Scheier & Carver, 1983). At Time 2, a Caregiver 
Burden Scale (Zarit et al., 1980) was administered to the 
primary informant subjects as an additional indicator of 
subjective well-being. Well-being was defined 
rnultidimensionally in this study, based on subjects' scores 
on these measures. The relationships among the various 
measures were also explored, and will be reported in the 
following chapters. 
DATA ANALYSIS PROCEDURES 
The initial steps in data analysis involved the 
development of codebooks for both the initial interview and 
follow-up interview data, the coding of raw data onto 
Fortran coding forms, the keypunching of data onto cards, 
and the storing of data on a permanent computer tape. 
Extensive quantitative and qualitative analyses of the 
data collected in this study were carried out. The first 
stage of data analysis involved obtaining and analyzing 
frequencies and descriptive statistics on the sample. This 
was followed by the computation of numerous Pearson 
correlation coefficients to obtain an overall picture of 
which demographic, perceived health, stroke-related, and 
social network variables correlated with each other and with 
the outcome measures of psychological well-being and 
depression. 
The next stage of data analysis involved the 
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completion of reliability analyses of indexes constructed to 
measure health, religiosity, social activities, marital 
quality, and caregiver burden. Reliability analyses for 
this sample were also carried out on the activities of daily 
living, psychological well-being, depression, and optimism 
measures. 
A fourth stage of data analysis involved examining 
the Time 1 and Time 2 data with regard to certain variables 
of theoretical interest in this study for evidence of change 
over time, utilizing both distribution of change scores and 
t-tests. For example, the size and density of the social 
network at Time 1 and Time 2 were examined to look for 
changes in the predicted direction of smaller network size 
and increased network density. 
The final stage of data analysis involved the use of 
hierarchical multiple linear regression analyses and change-
focused multiple regression analyses to determine to what 
degree subjective well-being could be predicted from 
demographic, 
health, and 
social network, social support, 
stroke-related variables, at each 
perceived 
interview 
time, and accross time. All computer-assisted data analysis 
was carried out through the use of the Statistical Package 
for the Social Sciences, 2nd edition (Nie, Hull, Jenkins, 
Steinbrenner, & Bent, 1975), and SPSS Update (Hull & Nie, 
1981). 
The following two chapters report results of the 
-----------,-------- -----_ .. 
descriptive analyses of the data. 
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Chapter IV describes 
demographic and other individual characteristics of the 
respondents, while Chapter V summarizes the information 
concerning their social networks and social support. 
CHAPTER IV 
DESCRIPTIVE ANALYSIS: THE SAMPLE 
In order to place other findings of the study in 
context, this chapter describes demographic characteristics 
of the stroke victims and their partners, their pre-stroke 
social activities, self-reported health, and perceptions of 
the stroke. Changes in these aspects at Time 2 are also 
described. Characteristics of subjects' social networks and 
social support are discussed in detail in Chapter V. 
DEMOGRAPHIC CHARACTERISTICS OF THE SAMPLE 
Demographic data for the sample are summarized in 
Tables XII (strcke patients), XIII (partners), and XIV 
(couples). The stroke patient subjects were younger, and 
more likely to be male than comparable regional and national 
stroke samples. The sample had a slightly higher pre-stroke 
annual median household income than the U. S. population, 
and they were slightly more educated. These demographic 
characteristics are discussed in detail in the following 
sections. 
The 50 stroke patients in the sample had a mean age of 
63.7 years, s. D. = 9.85, with a range of 37 to 90 years. 
Ninety-two percent were over 50 years of age, and 68% were 
60 years or older. Their partners had a mean age of 62.5 
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TABLE XII 
GENERAL DEMOGRAPHIC DATA: STROKE PATIENTS 
AGE 
2% 
6% 
26% 
40% 
22% 
4% 
GENDER 
18% 
82% 
31 - 40 YEARS 
41 - 50 
51 - 60 
61 - 70 
71 - 80 
81 - 90 
FEMALE 
MALE 
ETHNIC STATUS 
94% CAUCASIAN 
4% BLACK 
2% OTHER 
EDUCATION 
MEAN = 63. 7 YR S . 
RANGE = 37 - 90 
24% LESS THAN HIGH SCHOOL GRAD 
28% HIGH SCHOOL GRAD 
24% PARTIAL COLLEGE 
8% COLLEGE GRAD 
16% POST-GRADUATE 
PRE-STROKE EMPLOYMENT STATUS 
36% WORKING FULL TIME 
12% WORKING PART TIME 
4% UNEMPLOYED 
42% RETIRED 
6% HOMEMAKER 
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TABLE XIII 
GENERAL DEMOGRAPHIC DATA: CAREGIVERS 
AGE 
6% 
6% 
30% 
36% 
18% 
4% 
GENDER 
82% 
18% 
31 - 40 YEARS 
41 - 50 
51 - 60 
61 - 70 
71 - 80 
81 - 90 
FEMALE 
MALE 
ETHNIC STATUS 
92% CAUCASIAN 
4% BLACK 
2% HISPANIC 
2% OTHER 
EDUCATION 
MEAN = 62.5 YRS. 
RANGE = 36 - 84 
20% LESS THAN HIGH SCHOOL GRAD 
36% HIGH SCHOOL GRAD 
4% TECHNICAL SCHOOL 
26% SOME COLLEGE 
6% COLLEGE GRAD 
8% POST-GRADUATE 
PRE-STROKE EMPLOYMENT STATUS 
22% WORKING FULL TIME 
14% WORKING PART TIME 
2% UNEMPLOYED 
34% RETIRED 
28% HOMEMAKER 
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years, S. D. = 10.7, with a range of 36 to 84 years. 
Ninety-two percent of the caregivers were also over 50 years 
old, and 66% were over 60. The stroke patients were younger 
than both the Oregon Community Hospital Stroke Program 
sample (Becker et al., in press), and the National Survey of 
Stroke sample (Weinfeld, 1981). As discussed in Chapter 
III, possible reasons for this age discrepancy were that 
only stroke patients with identified partners were included 
in this sample, and only persons who had suffered a single 
stroke. 
Gender 
Forty-one, or 82% of the stroke patients were male. 
This is a higher ratio of male to female stroke victims than 
is reported in surveys of stroke incidence and 
Specific gender comparisons of this sample and 
CHSP and National Survey of Stroke samples were 
in Chapter III (Table VIII). Reasons for 
prevalence. 
the Oregon 
summarized 
the high 
proportion of males in this stroke patient sample appear to 
be: 1) over one-third of the patients in this study were 
referred from a Veterans Administration Hospital; 2) in 
this age group men are more likely to be married or to have 
an intimate partner, a requirement for participation in the 
study; and 3) there was a tendency for more female 
patients who were referred to the study and their partners 
to decline to participate. 
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Education 
The strcke patients in the sample were comparable in 
education to the population of the Portland SMSA (U. S. 
Bureau of the Census, 1983b.) While 24% of the stroke 
patients had not completed high school compared to 21% for 
the Portland SMSA, 48% had at least some college, compared 
to 38% for the Portland SMSA (National Decision Systems, 
1982). This sample of stroke patients was more educated 
than the national average, where figures indicate that 29% 
of the over 25 white population have not completed high 
school and 33% have some college education (U. S. Bureau of 
the Census, 1983a). 
Spouses were also comparable in education to the 
Portland SMSA population and more educated than the national 
average. Twenty percent had less than a high school 
education, while 40% had at least some college. 
Pre-Stroke Employment Status 
Prior to the stroke, 36% of stroke patients were 
working full-time and 12% were working part-time outside the 
home. Almost half (42%) described themselves as retired, 
and 6% we=e homemakers. Twenty-two percent of the spouses 
were employed full-time and 14% were employed part-time. 
Twenty-eight percent described themselves as homemakers, and 
34% were retired. 
-" ""-"--- -----------
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Stroke Patient - Partner Relationship 
This sample was characterized by long-term, stable 
partner relationships. Couples had known each other a mean 
of 34.9 years, with a range of 6 to 63 years. Only 10% of 
the couples had known one another less than 10 years, while 
70% had been acquainted more than 30 years. For those 
couples who were married, mean length of time married was 
32.07 years, with a range of 1 to 58 years. Seventy-five 
percent had been married more than 20 years. 
Income 
The sample had a pre-stroke mean 
income of $19,440 and a median income of 
median income is higher than the $16,982 
annual household 
$18,375. This 
national median 
income for all households ( U. S. Bureau of the Census, 
1983a) . 
Residential Setting 
Most of the sample lived in suburban areas (54%), 
while 34% lived in urban settings, and 12% in rural areas. 
Seventy-two percent lived in single family homes, and 74% 
owned their residences. In terms of potential availability 
of social support, subjects were long-time residents of 
their area. Both stroke patients and spouses had lived in 
the area a mean of 29 years. 
Household Make-Up 
Seventy-four percent of the sample lived in two-person 
145 
TABLE XIV 
GENERAL DEMOGRAPHIC DATA: DYADS 
RELATIONSHIP 
92% MARRIED 
8% LIVING AS MARRIED 
LENGTH OF RELATIONSHIP 
10% 
12% 
8% 
70% 
LESS THAN 10 YEARS 
10 TO 20 
21 TO 30 
MORE THAN 30 YEARS 
PRE-STROKE HOUSEHOLD INCOME 
2% 
12% 
39% 
20% 
27% 
LESS THAN S5,OOO/YR 
5,000 - 9,999 
10,000 - 19,999 
20,000 - 29,999 
30,000 AND ABOVE 
RESIDENTIAL SETTING 
54% SUBURBAN 
34% URBAN 
2% RURAL 
HOUSEHOLD MAKE-UP 
74% COUPLE ONLY 
14% CHILDREN AT HOME 
12% OTHER 
------ ---------------
MEAN = 34.9 YRS. 
RANGE = 6 - 63 
MEAN = 19,440 
MEDIAN= 18,375 
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households, while 14% still had children living at home and 
12% were characterized by other living arrangements. A 
small number of couples (8%) still had children under 18 at 
home. 
Modes of Transportation 
Prior to the stroke, 83% of the stroke patients and 
76% of their partners provided their own transportation by 
private vehicle. Eight percent of the patients and 16% of 
the partners depended on their spouse or other relatives for 
transportation. 
ORGANIZATIONAL MEMBERSHIPS AND ACTIVITIES 
Religious Activity 
Religion appeared to be important to this sample of 
stroke victims and their partners prior to the stroke. Of 
those stroke patients able to participate in the interview, 
54% indicated that religion was somewhat or very important 
to them. Eighty-four percent of the partners viewed 
religion as somewhat or very important to them. With regard 
to religious activity, however, 50% of the stroke patients 
were described as inactive and 50% never attended religious 
services. 
somewhat 
attended 
reported 
attended 
About one quarter of stroke patients had been 
or very active in their religious group and had 
services at least monthly. Of the partners, 44% 
that they were somewhat or very active, and 46% 
religious services at least monthly. 
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Organizational Membership 
Almost half of the sample (46% of stroke patients and 
48% of partners) reported no organizational memberships or 
affiliations prior to the stroke. Stroke patients belonged 
to a total of 73 organizations, mean = 1.46, S. D. = 1.91. 
Partners named a total of 60 organizations, mean = 1.2, S. D 
= 1.82. Organizations to which stroke victims belonged 
tended to be fraternal or veterans groups (43%) or social, 
sport and 
primarily 
recreational groups (31%). 
to social, sport and 
Partners 
recreational 
belonged 
(35%) , 
fraternal 
groups. 
or veterans (24%), and church-affiliated (20%) 
Other Activities 
Subjects were asked about a number of other pre-stroke 
activities and interests which the literature suggests are 
associated with subjective well-being in older persons. 
These included volunteer work, hobbies and interests, and 
attachment to pets. Information was also obtained about 
socializing activities inside and outside of the home. Only 
16% of the stroke patients and 24% of the spouses reported 
giving time to volunteer work prior to the stroke. Ninety 
percent of the patients and 94% of the partners named at 
least one pre-stroke hobby or interest. Mean number of 
hobbies was 2.02 for the patients, and 2.3 for the spouses. 
Fifty-eight percent of the couples had pets, and over 90% 
reported being somewhat or very attached to their animals. 
------------------------ -- .. -- --... -.-
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Several questions were asked regarding socializing 
activities. Responses to these questions are su~~arized in 
Table xv. These couples for the most part were frequent 
socializers. Depending on the question, only 8-12% 
~ 
responded that they never socialized prior to the stroke. 
Two-thirds of respondents had someone over for a meal at 
least once a month, 59% went to someone else's home for a 
meal at least monthly, 61% had visitors at least weekly, 43% 
went visiting at least weekly, and 74% went out with others 
at least monthly. 
HEALTH STATUS 
Information concerning the general health status of 
all of the patients prior to the stroke was obtained. 
Because of the potential impact of stroke on the health 
status of the caregiver, a number of questions regarding the 
pre-stroke health status of the partners were also asked. 
Health status of stroke patients and partners will be 
described separately in the following sections. 
Health Status of Stroke Patients 
Thirty-eight percent of the patients were considered to 
be in excellent or very good health prior to the stroke, 
while 28% were rated or rated themselves as in poor or fair 
health. Eighty-two percent had at least one chronic health 
problem and 46% had two or more chronic health problems. 
Thirty-six percent had limiting physical disabilities prior 
TABLE XV 
PRE-STROKE LEVELS OF SOCIALIZING ACTIVITIES, 
STROKE PATIENTS AND THEIR PARTNERS 
Freguency of Having People Over for a Meal 
8% NEVER 
25% LESS THAN ONCE A MONTH 
41% 1-3 TIMES A MONTH 
20% WEEKLY OR MORE FREQUENTLY 
4% 2-3 TIMES A WEEK 
2% DAILY 
Freguency of Going to Someone Else's Home for a Meal 
12% NEVER 
29% LESS THAN ONCE A MONTH 
43% 1-3 TIMES A MONTH 
16% WEEKLY 
Freguency of Having Visitors at Home 
6% NEVER 
2% LESS THAN ONCE A MONTH 
31% 1-3 TIMES A MONTH 
27% WEEKLY 
24% 2-3 TIMES A WEEK 
10% DAILY 
Freguency of Going Visiting 
10% NEVER 
12% LESS THAN ONCE A MONTH 
35% 1-3 TIMES A MONTH 
33% WEEKLY 
8% 2-3 TIMES A WEEK 
2% DAILY 
Frequency of Goinq Out with Others 
8% NEVER 
18% LESS THAN ONCE A MONTH 
33% 1-3 TIMES A MONTH 
18% WEEKLY 
21% 2-3 TIMES A WEEK 
2% DAILY 
- --------------------------- ---
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to the stroke. Sixteen patients (32%) had been hospitalized 
in the year before the stroke and 12% had been hospitalized 
two or more times. These patients were taking a mean of 
2.02 pre-stroke medications, S. D. = 1.89. Eight (16%) had 
experienced appetite changes in the six months before the 
stroke, and 8 (16%) had problems sleeping. Only two stroke 
patients acknowledged a mental health problem for which they 
wanted or sought help in the six months prior to the stroke. 
Information about future health expectations was only 
obtained for those patients who could take part in the 
interview. At the time of the first interview, 23 (89%) of 
the patient respondents reported that they expected their 
health to get better over the next six months. 
Health Status of Partners 
Overall, the sample of partners reported a moderate 
number of pre-stroke health problems, not an unexpected 
finding given their age distribution. Forty percent rated 
their overall health as excellent or very good, while 24% 
rated their own health as only fair or poor. Thirty percent 
reported at least one limiting physical disability. Almost 
two-thirds (64%) had at least one chronic health problem, 
while 26% reported more than one chronic health problem. 
Five partners (10%) had been hospitalized in the year before 
the stroke. The sample indicated they were taking a mean of 
1.5 medications prior to the stroke, S. D. = 1.14. Few 
(10%) reported any appetite changes in the six months prior 
--~-----~-------------
to the stroke, 
problems. Nine 
while 
subjects 
14% mentioned pre-stroke 
(18%) indicated that they 
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sleep 
had 
experienced a mental health problem in the six months prior 
to the stroke, and five of nine had sought professional help 
for this problem. In terms of past health and future 
health expectations, at the time of first interview 75% 
indicated that their health was the same now compared to six 
months ago, and 75% expected their health to remain the same 
over the next six months. 
PERCEPTIONS OF THE STROKE 
Patients' Perceptions of the Stroke 
Twenty-six patients (52%) were able to participate in 
the interview process at Time 1. Responses of this sample 
of patients to several questions regarding their perceptions 
of the stroke are summarized in Table XVI. Regarding the 
severity of their stroke-related physical problems, 46% of 
patients felt that they needed little or no help with daily 
living activities, 31% saw themselves as having moderate 
problems, and 23% reported serious or very severe problems 
requiring a lot of help. Forty-two percent reported being 
somewhat or very concerned that their spouse would not be 
able to care for them in the future, while 54% were somewhat 
or very unconcerned about future care. In response to a 
question about their level of concern regarding the 
possibility of another stroke, 31% were somewhat or very 
-- --------- - - -- ------------------ -----
TABLE XVI 
STROKE PATIENTS' PERCEPTIONS OF THE STROKE, 
TIME 1 
Severity of Stroke-Related Problems 
11% NO PROBLEM 
35% MILD PROBLEM 
31% MODERATE PROBLEM 
19% SEVERE PROBLEM 
4% VERY SEVERE PROBLEM 
Concern About the Possibility of Another Stroke 
15% VERY UNCONCERNED 
16% SOMEWHAT UNCONCERNED 
8% NEUTRAL 
38% SOMEWHAT CONCERNED 
23% VERY CONCERNED 
Concern About Future Care 
29% VERY UNCONCERNED 
25% SOMEWHAT UNCONCERNED 
4% NEUTRAL 
17% SOMEWHAT CONCERNED 
25% VERY CONCERNED 
Anything You Could Have Done to Prevent the Stroke? 
62% NO 
38% YES 
Attribution of Blame for Stroke Occurrence 
27% SELF 
15% CHANCE OR LUCK 
8% HEALTH FACTORS 
8% STRESS 
4% OLD AGE 
38% NO ONE OR DON'T KNOW 
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unconcerned while 61% were somewhat or very concerned. 
Patients were also asked whether they felt they could have 
done anything to prevent the stroke and whether they blamed 
anything or anyone for the stroke happening. Responses to 
these questions indicated that 62% did not feel they could 
have done anything to prevent the stroke. Of those who 
responded affirmatively to this question, three mentioned 
they could have reduced their stress level, two mentioned 
adhering to medication regimes, four indicated choices 
related to diet and other health factors, and one related 
prevention to paying attention to warning signs. In terms 
of attributing blame for the stroke, 27% blamed themselves 
while almost one-third blamed no one or attributed the 
stroke to chance or luck. Not surprisingly, spouses, 
family, and friends were named most frequently as sources of 
strengh in helping the individual adjust to the stroke. In 
the early post-stroke period, this sample of patients 
reported high degrees of satisfaction with health care 
received for the illness, 77% stating they were very 
satisfied. 
Partners' Perceptions of the Stroke 
The partners' perceptions regarding the stroke at the 
time of first interview are summarized in Table XVII. It 
should be kept in mind that Table XVII includes the 
responses of all 50 partners, including those whose spouses 
were too seriously impaired to participate in the interview. 
TABLE XVII 
CAREGIVERS' PERCEPTIONS OF THE STROKE, 
TIME 1 
Severity of Stroke-Related Problems 
4% NO PROBLEM 
16% MILD PROBLEM 
38% MODERATE PROBLEM 
28% SEVERE PROBLEM 
14% VERY SEVERE PROBLEM 
Concern About the Possibility of Another Stroke 
12% VERY UNCONCERNED 
6% SOMEWHAT UNCONCERNED 
14% NEUTRAL 
22% SOMEWHAT CONCERNED 
46% VERY CONCERNED 
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Concern About Being Able to Care for the Patient in Future 
26% VERY UNCONCERNED 
8% SOMEWHAT UNCONCERNED 
14% NEUTRAL 
24% SOMEWHAT CONCERNED 
28% VERY CONCERNED 
Anything You Could Have Done to Prevent the Stroke? 
76% NO or DON'T KNOW 
24% YES 
Attribution of Blame for Stroke Occurrence 
18% STROKE VICTIM 
18% STRESS 
12% HEALTH FACTORS 
8% OTHER PEOPLE 
8% CHANCE/LUCK 
4% SELF 
4% OTHER FACTORS 
28% NO ONE OR DON'T KNOW 
.. -- .. --.---.. ----------
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Thus, Table XVI and Table XVII are not directly comparable. 
Forty-two percent of these partners saw the stroke 
patient as having serious or very severe problems related to 
physical functioning, and 80% felt the patient had at least 
moderate problems. Only 20% of patients were rated as 
having minimal or mild problems by their spouses. Feelings 
of guilt or blame for not having done more to prevent the 
stroke were expressed by 24% of the caregivers. These 
spouses felt that they should have urged the stroke patient 
to seek medical care or better medical care, and several 
mentioned monitoring the patient's diet more closely. On 
the other hand, only two partners specifically "blamed" 
themselves for the stroke occurrence. Caregivers named 
family, their religious beliefs, friends, and their own 
personalities as their greatest sources of strength in 
coping with the stroke in the early adjustment period. As 
with the patients, a high proportion of the partners 
expressed satisfaction with the health care received for the 
stroke. Eighty percent indicated they were very satisfied 
with their partner's stroke-related care. 
POST-STROKE CHANGES 
Demographics 
Few demographic changes were noted in the six months 
between interviews. No subjects indicated a change in their 
marital status. Four couples (8%) had changed their 
residence. 
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Major changes were noted in the employment 
status of the stroke victims, as would be predicted. 
Whereas at Time 1 18 had been employed full-time, at Time 2 
only two persons were employed full-time. The number of 
stroke patients employed part-time decreased from six to 
three at Time 2. Employment status of the partners changed 
minimally from Time 1 to Time 2. The same number were 
employed full time at both interview times, and only one 
person had given up a part-time job. This may suggest the 
possibility of additional strain on those caregivers who 
continued to work full-time. On the other hand, most of 
those employed expressed satisfaction with and enjoyment of 
their jobs at Time 2. Whereas 83% of stroke patients 
provided their own transportation before the stroke, only 
22% were able to do so after the stroke. 
Another area of change in demographics was that of 
finances. Forty percent of caregivers and 38% of patients 
indicated that their economic standard of living had 
decreased either somewhat or considerably since the stroke. 
Organizational Memberships and Activities 
Religiosity. At Time 2 there was little change in the 
relative distribution of responses to the question about the 
importance of religion in their lives for either the stroke 
patients or their caregivers. At the same time, 
attendance and perceived degree of religious 
declined. The number of stroke patients who 
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described 
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group declined 
somewhat or very active in 
from 24% to 16% at Time 2. 
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their religious 
Frequency of 
attendance at religious activities remained about the same 
at Time 2. For the partners, the number who described 
themselves as somewhat or very active declined from 44% 
28%. While 46% of the caregivers reported that 
attended religious services at least monthly before 
stroke, only 38% reported that they attended 
frequently at Time 2. 
to 
they 
the 
that 
Other Organizational Activities. For both stroke 
patients and caregivers total number of organizational 
memberships claimed decreased at Time 2, while the number 
who reported no organizational memberships increased. The 
percentage of stroke victims who named no organizations to 
which they belonged increased from 46% at Time 1 to 60% at 
Time 2. Total number of organizations named decreased from 
73 at Time 1 to 44 at Time 2. For the caregivers, total 
number of organizations named decreased from 60 at Time 1 to 
46 at Time 2, while the percentage of those who claimed no 
organizational memberships increased from 48% to 56%. 
With regard to hobbies and interests, for the stroke 
victims, 81% had at least one hobby or interest they could 
no longer pursue since the stroke and 45% had given up two 
or more hobbies. Only ten of the stroke patients had taken 
up any new hobbies. Fifty-six percent of the caregivers 
reported giving up at least one hobby because of the stroke 
-- ------
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and 30% had given up more than one hobby. Only 7 (14%) had 
taken up any new hobbies or interests since the stroke. 
Social Activities. Somewhat surprisingly, the couples 
in this sample reported about the same frequency of 
socializing activities at six months post-onset as they did 
in describing their pre-stroke socializing patterns. As a 
group they did not report the decline that might have been 
expected in the frequency of having people over to their 
homes, visiting, and going out with other people. Although 
scores on the Index of Social Activity were slightly reduced 
at Time 2 for both the caregivers and the patients, these 
differences were not significant . 
Health Status 
Negative changes in self-perceived health and in more 
objective indicators of health status were observed in the 
stroke patients and to a lesser degree in the caregivers at 
Time 2. The number of stroke patients whose overall health 
was rated as very good or excellent declined from 19 (38%) 
at Time 1 to 9 (18%) at Time 2, while the number whose 
overall health was rated as fair or poor increased from 14 
(28%) at Time 1 to 21 (42%) at Time 2. About the same 
number of stroke patients saw themselves or were seen by 
their partners as having no chronic health problems at Time 
2 as at Time 1 (9 and 11 respectively). While 23 of the 
stroke patients were expected to have improved health in six 
months at Time 1, only 11 were expected to show improved 
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health in six months at Tifu~ 2. This, of course, is not 
surprising, considering that the Time 1 interview occurred 
quite soon after the onset of the stroke. On the other 
hand, the fact that fewer w~re expected to have improved 
overall health in six months at Time 2 may reflect that the 
reality of the chronic nature of the stroke disability was 
acknowledged by more respondents at Time 2. 
Sixteen of the stroke patients (32%) had been 
hospitalized again in the six months between interviews, and 
seven of those had been hospitalized more than once. Eight 
stroke patients had experienced a mental health problem for 
which they wanted help since the stroke and five had 
received some degree of help. Although the actual numbers 
are small, this represents a four-fold increase in 
acknowledged mental health problems for the stroke patients 
compared to pre-stroke levels. 
There was also an increase in reported appetite 
changes and sleep problems for the stroke patients at Time 
2. About one-third of the patients were reported to have 
appetite changes and almost half to have at least one sleep 
problem at Time 2. This is twice the number who reported 
pre-stroke appetite changes and three times the number who 
reported pre-stroke sleeping problems. In addition to 
coping with the effects of the stroke, 30% of the stroke 
patients experienced at least one additional major negative 
life event in the six months between interviews. 
------"- ----------
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As a group the caregivers showed remarkable stability 
in the numbers and relative proportions of chronic health 
problems, limiting physical disabilities, and medications. 
Subjective ratings of present overall health status remained 
about the same over time as well. On the other hand, the 
number of caregivers who felt their health overall was worse 
at the Time 2 interview compared to six months ago increased 
from 10% to 26% and the number who felt that their health 
would get worse over the next six months increased from 4% 
to 8%. There were some other suggestions that the 
caregivers were experiencing health stresses as well. The 
number of acknowledged mental health problems increased from 
9 (18%) at Time 1 to 16 (32%) at Time 2 for the caregivers. 
Eleven of the subjects had sought professional help for 
these problems and 1 had sought informal help, while one 
subject had sought both. While 45 subjects (90%) had 
reported no recent appetite changes at Time 1, this number 
declined to 34 (68%) at Time 2. Likewise, while 43 (86%) 
had reported no recent sleep disturbances at Time 1, this 
number had declined to 33 (66%) at Time 2. Finally, 46% of 
the caregivers reported experiencing at least one major 
negative life event in the six months between interviews. 
CONCLUSION 
In summary, there were few demographic changes over 
time for this group of stroke patients and their partners 
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with the exception of stroke patient employment status. 
Decreased participation in religious activities was seen 
over time for the caregivers, and both groups showed a 
decline in organizational memberships and hobbies. The 
strain expected to occur in those primarily caring for 
chronic stroke patients was seen in an increasing number of 
subjective mental health problems and some decrease in 
optimism about their own physical health. Stroke patients 
showed a number of subjective health changes as well. 
The next chapter will continue the descriptive 
analysis of the data as the social networks and social 
support systems of the subjects are examined. 
CHAPTER V 
DESCRIPTIVE ANALYSIS: SOCIAL NETWORKS AND SOCIAL SUPPORT 
Because the major purpose of this study was to 
investigate the relationships between social network and 
social support characteristics and well-being outcomes in 
this sample of stroke patients and their partners, this 
chapter will describe several aspects of the social 
environments of respondents. Network characteristics and 
support functions were analyzed on two levels of closeness, 
or intimacy. First, specific characteristics of the larger 
social networks of the sample will be briefly discussed. 
SUBJECTS' OVERALL SOCIAL NETWORKS 
Names of network members, up to a total of 20, were 
elicited by asking subjects to first identify those persons 
who provided, or for whom they provided specific types of 
instrumental, emotional, and informational support or with 
whom they socialized on a regular basis. They were also 
asked to provide the names of any other persons who were 
important to them, or with whom they regularly interacted. 
Information about the gender and relationship status of 
these individuals to the respondent was also obtained. 
At the time of the first interview, subjects described 
their pre-stroke social networks. Caregivers were then 
asked detailed questions about the people who had provided 
specific 
period. 
interview 
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kinds of assistance during the early post-stroke 
The stroKe patients who could participate in the 
process were asked the same questions to elicit 
the names of persons in their network before the stroke, and 
one question concerning "who has been important and helpful" 
during the early post-stroke period. For those patients who 
could not respond for themselves, partners were asked a 
shortened series of questions to elicit the names of the 
important people in the stroke victim's pre-stroke social 
network and a single question regarding the network during 
the early post-stroke period. At Time 2, the frame of 
reference for eliciting the names of network members was 
"over the past few months". 
Thus, for the caregivers, the following discussion 
will concern social networks at three points in time: 
before the stroke; during the early post-stroke period; and 
at the time of the second interview. For the stroke 
victims, analysis of network characteristics will involve 
just two points in time: the pre-stroke network and the 
network as perceived at the Time 2 interview. Because very 
limited information was obtained about the social networks 
of the stroke patients during the immediate post-stroke 
period, these data will not be included in further analyses. 
Caregivers' Overall Social Networks 
Pre-stroke Social Networks. Table XVIII summarizes 
characteristics of the partners' pre-stroke social networks 
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TABLE XVIII 
CAREGIVERS'OVERALL PRE-STROKE SOCIAL NETWORKS 
Total Number of Network Members 610 
Mean Number of Network Members 12.20, S. D. = 4.30 
Range 4-20 
Gender Composition 
-Total It U % NW 
Female 357 7.14 59 
Male 253 5.06 41 
Relationship Composition 
Total It U % NW 
Friends 213 4.26 35 
Children 103 2.06 17 
Other Relatives 99 1.98 16 
Neighbors 78 1.56 13 
Spouse 43 .86 7 
Siblings 29 .58 5 
Work Associates 19 .38 3 
Parents 14 .28 2 
Other 12 .24 2 
Total Relatives 288 5.76 47 
Total Non-Relatives 322 6.44 53 
--- ------------ ---"--.,_ .. - .. 
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including size, gender composition and relationship 
compo~ition. This sample of care~ivers named a total of 610 
ties, for a mean network size of 12.20, S. D. z 4.3. 
Networks ranged in size from 4 to 20 persons. They were 
predominantly composed of females (59%) and friends (35%). 
Caregivers named more non-kin (53%) than kin in their pre-
stroke social networks. 
With regard to network size, the networks of this 
sample of primarily older, female caregivers are comparable 
to those of other network studies (Stueve «Fischer, 1978: 
Wellman, 1985) in which the network eliciting questions were 
asked in a similar way, and with data which indicates that, 
depending on how the question is asked, most people name 
between 8 and 15 persons in their personal networks (Schulz 
« Rau, 1985). Given the age distribution of the sample, 
together with evidence in the literature which indicates 
that same-sex friends and women are most frequently cited as 
sources of social support (Griffith, 1985), it is not a 
surprising finding that the caregivers in this sample 
included more females than males in their supportive 
networks. 
With regard to relationship composition of the 
network, the relative number and proportion of kin, friends, 
neighbors, and work associates in this sample were similar 
to those of the older respondents in the Northern California 
Communities Study (Fischer, 1982: Stueve & Fisher, 1978). 
---------------"-----
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Respondents named a mean number of 4.26 friends, 1.56 
n2ivhbor~, and 5.76 relatives in their pre-stroke networks. 
Forty-four caregivers (88') named the stroke patient as part 
of their pre-stroke network. 
Early Poat-Stroke Networks. Caregiver respondents 
were asked a series of specific questions about the people 
who had provided various types of support in the period of 
initial adjustment to the stroke occurrence. Table XIX 
summarizes the size, gender, and relationship composition 
information for the overall social networks at this time 
period. Size and gender composition of the networks are 
essentially unchanged from pre-stroke levels. Friends, 
other relatives, and neighbor. appear to assume slightly 
more importance during this period of support mobili2ation. 
Several subjects mentioned specifically the many helpful 
things that neighbors had done for them while they were 
spending more time at the hospital and traveling back and 
forth. The number of children reported as being helpful 
during the stroke "crisis" period declined for the apparent 
reason that a number lived too far away to provide specific, 
tangible help although they remained important 
members of the network. The proportion of non-relatives who 
provided support during the stroke crisis period increased 
from 53' to 61' compared to the pre-stroke period. Overall, 
these results appear to reflect an expected "rallying 
around" phenomenon on the part of the support system, 
------------------- ------------
TABLE XIX 
CAREGIVERS' OVERALL SOCIAL NETWORKS, 
EARLY POST-STROKE PERIOD 
Total Number of Network Members 585 
Mean Number of Network Members 11. 70, S. 
Range 4-20 
Gender Composition 
Total # U 
Female 340 6.80 
Male 245 4.90 
Relationship Composition 
Total # U 
Friends 220 4.40 
Other Relatives 107 2.14 
Neighbors 97 1. 94 
Children 78 1. 56 
Siblings 32 .64 
Work Associates 20 .40 
Other 18 .36 
Parents 8 .16 
Spouse 5 .10 
Total Relatives 230 4.60 
Total Non-Relatives 355 7.10 
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17 
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1 
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61 
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despite the fact that the overall networks are, in fact, 
slightly smaller during the early pose-stroke period. 
Network eliciting questions pertaining to the stroke crisis 
period dealt only with specific types of stroke-related 
assistance provided, and would not have been expected to 
elicit as many names as the more general support questions 
asked about the pre-stroke network. 
Time 2 Networks. Overall characteristics of the 
caregivers' networks at Time 2 are found in Table XX. 
Unexpectedly, the partners reported a greater number of 
network members at Time 2 (total = 707; X = 14.14, s. D. = 
4.40; range = 6-20) than in their pre-stroke networks. The 
proportion of females named as members of the network 
increased slightly over time, from 58% to 62%. At six 
months after the initial interview, little change was seen 
in the relationship composition of the active networks of 
these caregivers. Figure 2, which compares network 
relationship composition for the major categories of 
relationship at the three points in time, illustrates the 
degree of stability in the make-up of the networks. The 
relative proportions of friends and neighbors had returned 
to pre-stroke levels by Time 2. The proportion of kin 
versus non-kin in the network remained exactly the same over 
time. 
Respondent Stroke Patients' Overall Social Networks 
Pre-Stroke Networks. Table XXI summarizes the size, 
TABLE XX 
CAREGIVERS' OVERALL SOCIAL NETWORKS, 
TIME 2 
Total Number of Network Members 707 
Mean Number of Network Members 14.14, S. 
Range 6-20 
Gender Composition 
Total # X # 
Female 437 8.74 
Male 270 5.40 
Relationship Composition 
Total # U 
Friends 248 4.96 
Other Relatives 139 2.78 
Children 104 2.08 
Neighbors 94 1. 88 
Siblings 42 .84 
Spouse 35 .70 
Other 25 .50 
Parents 11 .22 
Work Associates 9 .18 
Total Relatives 331 6.62 
Total Non-Relatives 376 7.52 
-- ---------------
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Figure 2. Caregivers' overall social networks by selected 
relationship categories for three points in time. 
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TABLE XXI 
STROKE PATIENTS' PRE-STROKE OVERALL SOCIAL NETWORKS 
(INCLUDES ONLY THOSE ABLE TO BE INTERVIEWED, N = 25) 
Total Number of Network Members 288 
Mean Number of Network Members 11. 52 t S. D. = 4.69 
Range 1-18 
Gender Composition 
Total # U. % NW 
Female 144 5.76 50 
Male 144 5.76 50 
Relationship Composition 
Total 11 Lit % NW 
Friends 100 4.00 35 
Other Relatives 64 2.56 22 
Children 47 1. 88 16 
Neighbors 33 1. 32 12 
Spouse 22 .88 8 
Siblings 11 .44 4 
Work Associates 7 .28 2 
Parents 3 .12 1 
Other 1 .04 0 
Total Relatives 147 5.88 51 
Total Non-Relatives 141 5.64 49 
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gender composition, and relationship composition information 
for the pre-stroke social networks of the stroke victim 
respondents. Detailed social network information was 
obtained from 25 patients who participated in the interview. 
They reported a total of 288 network ties (X = 11.52, S.D. = 
4.69, range = 1-18). Their networks were composed of an 
equal number of male5 and females. Relationship composition 
showed some differences compared to the partners' networks. 
Other relatives appeared to be more important in the support 
systems of the patients before the stroke. Likewise, they 
named a slightly greater proportion of relatives in their 
networks than non-relatives. Overall, these data on the 
pre-stroke networks of the patients are in agreement with 
other comparable studies (Fischer, 1982; Stueve & Fischer, 
1978; Wellman, 1985). Eighty-eight percent of the patients 
also named their partners as part of their network. 
Time 2 Networks. At Time 2, detailed network 
information was obtained from 24 patients. These data are 
summarized in Table XXII. Again contrary to expectations, 
size of the network did not decline at Time 2 for this 
subgroup of patients. In fact, size of the network 
increased at Time 2. Whereas at Time 1 patients had named a 
total of 288 network members, at Time 2 they reported a 
total of 316 ties (X = 13.17: S. D. = 4.46). Number of 
network persons named ranged from 6 to 20. In examining the 
gender composition data, it appears that virtually all of 
TABLE XXII 
STROKE PATIENTS' OVERALL SOCIAL NETWORKS, TIME 2 
(INCLUDES ONLY THOSE ABLE TO BE INTERVIEWED, N = 24) 
Total Number of Network Members 316 
Mean Number of Network Members 13.17, S. D. = 4.46 
Range 6-20 
Gender Composition 
Total # U % NW 
Female 171 7.13 54 
Male 145 6.04 46 
Relationship Composition 
Total # U % NW 
Friends 91 3.79 29 
Other Relatives 80 3.33 25 
Children 54 2.25 17 
Neighbors 37 1.54 12 
Spouse 23 .96 7 
Siblings 14 .58 5 
Other 9 .38 3 
Parents 4 .17 1 
Work Associates 4 .17 1 
Total Relatives 175 7.29 55 
Total Non-Relatives 141 5.88 45 
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the network members added to the increased total of 316 were 
females. 
Examination of relationship composition data reveals 
some interesting findings. The number and proportion of 
friends in the stroke victims' networks declined at Time 2, 
while the number and proportion of relatives named 
increased. Other relationship categories maintained their 
relative proportions at Time 2. Comparison of Time 1 and 
Time 2 data for the most important relationship categories 
is illustrated in Figure 3. Twenty-three of 24 patients 
included their partners as members of their networks at Time 
2. 
Non-Respondent Stroke Patients' Overall Social Networks 
As previously indicated, a limited number of questions 
were employed to obtain information about the pre-and post-
stroke social networks of those patients who could not 
respond for themselves. These data were provided by the 
caregiver and are summarized in Tables XXIII and XXIV. 
Pre-Stroke Networks. At Time 1, caregivers were asked 
to indicate those persons with whom the stroke patient 
regularly spent time socializing, in whom she or he would 
confide, and any other people important to the patient 
before the stroke occurrence. Detailed questions about 
instrumental assistance or reciprocal support were not 
asked. Table XXIII indicates the size, gender, and 
relationship composition characteristics of these 24 stroke 
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TABLE XXIII 
NON-RESPONDENT STROKE PATIENTS' PRE-STROKE 
OVERALL SOCIAL NETWORKS (N = 24) 
Total Number of Network Members 206 
Mean Number of Network Members 8.58, S. D = 
Range 1-15 
Gender Composition 
Total # lUi 
Female 90 3.75 
Male 116 4.83 
Relationshit;! Comt;!osition 
Total # lUi 
Friends 92 3.83 
Children 37 1. 54 
Spouse 21 .88 
Other Relatives 16 .67 
Work Associates 15 .63 
Siblings 11 .46 
Neighbors 9 .38 
Other 3 .13 
Parents 2 .08 
Total Relatives 87 3.62 
Total Non-Relatives 119 4.96 
~-----------.-----
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TABLE XXIV 
NON-RESPONDENT STROXE PATIENTS' TIME 2 
OVERALL SOCIAL NETWORKS (N = 25) 
Total Number of Network Members 225 
Mean Number of Network Members 9.00, S. D 
Range 2-20 
Gender Composition 
Total # U 
Female 116 4.64 
Male 109 4.36 
Relationship Composition 
Total # U 
Friends 71 2.84 
Children 36 1. 44 
Other Relatives 36 1.44 
Spouse 24 .96 
Neighbors 24 .96 
Other 16 .64 
Siblings 11 .44 
Parents 4 .16 
Work Associates 3 .12 
Total Relatives 111 4.44 
Total Non-Relatives 114 4.56 
------ ------------- -- ----------
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patients' networks. Caregivers who were reporting on the 
pre-stroke social networks of their partners indicated a 
total of 206 network ties, with a X of 8.58 and a range of 
1 to 15. Gender composition of the networks was 56% male. 
Forty-five percent of the ties were friend relationships, 
and 58% of network members were non-relatives. While there 
are size, gender, and relationship composition differences 
in these networks compared to the pre-stroke networks of 
those patients who reported for themselves, there is no 
reason to suspect that the networks of the two groups of 
patients would have necessarily been different before the 
stroke. Two factors, at least, were operating to cause 
these apparent differences. First, partners would not 
necessarily perceive or report network membership in the 
same way as would persons reporting for themselves. Second, 
the questions asked to elicit network names were different 
for the two groups of patients, such that certain categories 
of network members (for example, neighbors) would be much 
less likely to appear on the network lists of those patients 
not able to describe their own networks. 
Time 2 Networks. Table XXIV summarizes the social 
network characteristics of the non-respondent stroke 
patients at Time 2. As was true for the other groups of 
subjects, no decline in network size was found at Time 2. 
Gender composition changed from 56% male at Time 1 to 52% 
female at Time II. A similar change in network gender 
---_._----.- .. _ ...• - .... __ .. 
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composition was observed for the stroke patients who 
reported for themselves. The number and ~roportion of 
friends in the network declined at Time 2, as did the number 
of work associates. Neighbors and other relatives appeared 
to become more important network members. The number of 
non-relatives in the network at Time 2 declined from 58% to 
51%. Figure 4 summarizes the relative proportions of 
several relationship categories for the pre- and post-stroke 
networks of the non-respondent stroke patients. 
Distribution of Change in Size of Overall Networks 
Although examination of the group data suggested that 
respondents did not experience decreases in the size of 
their overall social networks over time, it was suspected 
that certain individuals within the caregiver group and the 
two patient groups may have had significant declines in the 
size of their networks following the stroke. For this 
reason, the distribution of change in the size of overall 
networks was determined. In the data reported below, a 
negative value indicates an increase in the size of the 
network at Time 2. 
Partners experienced a mean change score of -1.86 (S. 
D. = 4.74, range = -12 to 10). Twenty-seven of the 
caregivers had an increase in network size, nine reported no 
change, and 14 had smaller over~ll networks at Time 2. For 
11 subjects, increase in size of the network was more than 
one S. D. from the mean, and for 3 persons, decrease in 
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network size was more than one S. D. from the mean. 
Stroke patients who responded for themselves had 
similar results to those found for the caregivers. They 
experienced a mean increase in size of the overall network 
(X = -1.667, s. D. = 4.35, range = -11 to 8). Two-thirds 
(16/24) reported larger networks at Time 2, while about one-
third (7/24) reported smaller networks at Time 2. Five 
patients had an increase in network size greater than one S. 
D. from the mean, while only two had a decrease in network 
size which was more than one S. D. from the mean. 
For the non-respondent stroke patients, a somewhat 
different picture emerged when change data were analyzed. 
This subgroup of patients experienced a mean decrease in 
network size over time (X = 1.32, S. D. = 5.82, range = -13 
to 11). Twice as many of these patients (16/25) experienced 
a decrease in network size as had an increase in the size of 
the network at Time 2. Four had an increase in network size 
greater than one S. D. from the mean, while 6 (about one-
fourth) had a decrease in the size of the overall network 
which was more than one S. D. from the mean. 
Summary: Overall Social Networks 
Contrary to expectations, neither the stroke 
nor their partners reported declines in the size 
patients 
of their 
overall social networks as a result of the stroke when group 
data were considered. In fact, the caregivers reported a 
significant increase in the size of the overall network over 
-------- --------- - ---- -- - ----
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time. On the other hand, examination of the distribution of 
chan~e data indicated that a few caregivers and respondent 
stroke patients did experience substantial declines in the 
size of their overall networks over time, while two-thirds 
of the non-respondent patients had smaller networks at Time 
2. About one-fourth of these patients reported significant 
declines in the size of their overall networks after the 
stroke. 
Except for an increase in support from non-relatives 
during the early post-stroke period, caregivers' networks 
showed stability over time in terms of relationship 
composition, and a slight increase in the proportion of 
females in the network (from 59% to 62%). 
On the other hand, changes in both gender composition 
and relationship composition were observed within the 
patients' networks. These changes are summarized in Table 
XXV. If the stroke patients' networks are considered 
together, gender composition changed over time from 
predominantly male (53%) at Time 1 to predominantly female 
(53%) at Time 2. This appeared to be the result of the 
addition of female network members at Time 2, rather than 
the result of any appreciable decline in male network 
members. Friends and work associates named as network 
members declined in both number and proportion over time, 
and other relatives and neighbors increased in number and as 
a percent of the total network. The proportion of relatives 
-~" ----------"--------- --- - ~ 
TABLE XXV 
CHANGES IN THE OVERALL SOCIAL NETWORKS 
PATIENTS FROM TIME 1 TO TIME 2 
TIME 1 
Gender Composition TOTAL • ! 
Female 234 47 
Male 260 53 
Relationship Composition * 
Friends 192 39 
Other Relatives 80 16 
Neighbors 42 9 
Work Assoc. 22 4 
Other 4 1 
Total Relatives 234 47 
Total Non-ReI. 260 53 
OF STROKE 
TIME 2 
TOTAL I 
287 
254 
162 
116 
61 
7 
17 
286 
255 
183 
! 
53 
47 
30 
21 
11 
1 
3 
53 
47 
* For only those relationship categories which showed some 
change over time. 
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to non-relatives increased from 47% at Time 1 to 53% at Time 
2. Similar to the findings regarding gender composition, 
this shift was the result of kin being added to the network 
at Time 2 rather than the result of significant decline in 
the number of non-kin named. The importance of these 
observed changes in overall network composition for the 
patients will be explored in Chapter VI. 
SUBJECTS INTIMATE SOCIAL NETWORKS 
After network lists had been completed, subjects were 
asked to indicate which of the network members (up to a 
total of ten) they felt closest to, or were the most 
important to them. These network members became part of the 
individual's intimate, or close network. For those subjects 
who named ten or fewer persons in their overall networks, 
all were included as members of the intimate network. A few 
subjects who had named more than ten persons in their 
overall networks refused to choose ten for their close 
network. In these cases, the number of network members 
chosen determined the size of the intimate network. 
Additional information was obtained about the close 
networks, including age of the network member, duration of 
the relationship, frequency of contact, geographical 
distance from the focal individual, who usually initiated 
the contact (symmetry), and which of the other network 
members they knew (density). All further analyses of the 
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network data, including the types and amount of social 
support provided and the degree of reciprocity in the 
relationship were completed for the intimate networks only. 
The following sections of the chapter describe the intimate 
social networks of the subjects. The data for the stroke 
patients who could participate in the interview and for 
those who could not are included together. 
Caregivers' Intimate Social Networks 
Data summarizing the characteristics of the 
caregivers' intimate social networks for Time 1 and Time 2 
are found in Tables XXVI, XXVII, and XXVIII. Partners named 
a mean number of 8.82 persons in their close networks at 
Time 1, with essentially no change at Time 2. They had 
known their network members for a long time, a mean of 28.09 
years. Average age of network members was 49 years. There 
was a slight, but not significant drop in average length of 
time network members had been known at Time 2, and no change 
in the average age of close network ties. These close 
networks of the caregivers contained a higher proportion of 
females (62% and 64% at Time 1 and Time 2 respectively) than 
did their larger networks. In sum, there was little change 
in the gender, age, size, and duration of relationship 
characteristics of the caregivers' intimate networks over 
time. This parallels the stability found in their larger 
their larger networks. We had anticipated at least finding 
changes in network size, hypothesizing that networks would 
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TABLE XXVI 
CHARACTERISTICS OF SUBJECTS'INTIMATE SOCIAL NETWORKS 
Stroke Patients 
Number in NW 
Number of Years 
Known 
Age of NW Members 
Caregivers 
Number in NW 
Number of Years 
Known 
Age of NW Members 
TIME 
~ 
8.08 
29.18 
50.46 
8.82 
28.09 
48.93 
1 TIME 
S.D. ~ 
2.44 7.79 
11.05 25.76 
11.80 49.19 
1.59 8.96 
9.92 26.53 
10.77 48.96 
* Number of valid cases for S.V. at Time 2 = 49 
* 
2 
S.D. 
2.59 
11. 78 
12.00 
1. 54 
9.91 
9.02 
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TABLE XXVII 
GENDER COMPOSITION OF SUBJECTS'INTIMATE SOCIAL NETwORKS 
* 
TIME 1 TIME 2 
TOTAL 1 TOTAL 1 
Stroke Patients 
Female 202 50 201 53 
Male 203 50 181 47 
Caregivers 
Female 277 62 285 64 
Male 167 38 163 36 
* Number of valid cases for S. V. at Time 2 = 49 
~-----.-. ----------
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TABLE XXVIII 
CAREGIVERS' INTIMATE SOCIAL NETWORK COMPOSITION 
BY TYPE OF RELATIONSHIP 
TIME 1 TIME 2 
RELATIONSHIP TOTAL I ~ TOTAL I ~ 
CATEGORY 
Friends 120 27 124 28 
Children 103 23 97 22 
Other Relatives 91 21 93 21 
Spouse 41 9 33 7 
Neighbors 32 7 42 9 
Siblings 31 7 38 9 
Work Friends 9 2 4 1 
Other 9 2 6 1 
Parents 8 2 9 2 
Totals 444 100 446 100 
-- .----------------~ 
become smaller over time as a result of the strok~. 
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These 
results suggest, however, that at least during the first six 
to eight months following a stroke, the intimate and 
effective network zones (Boissevain, 1974) do not shrink for 
the group represented by this sample. 
Likewise, few changes were found over time in the 
relationship composition of the partners' close networks 
(Table XXVIII and Figure 5). Close friendships are 
maintained at least to the degree that the number of friends 
mentioned as part of the close network does not decline. 
There is a hint in the data that neighbors and siblings may 
become more important in a chronic illness situation, in 
that they are included in the intimate network more 
frequently at Time 2. Fewer caregivers mentioned their 
partners as members of their close networks at Time 2 (41 at 
Time 1 versus 33 at Time 2). 
Stroke Patients' Intimate Social Networks 
Tables XXVI, XXVII, and XXIX and Figure 6 summarize 
the information about the patients' close networks. As was 
the case for the caregivers, there was little change in 
average network size or in mean age of network members over 
time. The average number of years network members had been 
known declined from 29.18 years at Time 1 to 25.76 at Time 
2. This would suggest that, for some patients at least, new 
people moved into the closest network sector. The gender 
composition of the patients' intimate networks changed in 
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TABLE XXIX 
STROKE PATIENTS' INTI~1ATE SOCIAL NETWORK COMPOSITION 
BY TYPE OF RELATIONSHIP 
* 
TIME 1 TIME 2 
RELATIONSHIP TOTAL j ~ TOTAL j ~ 
CATEGORY 
Friends 124 31 96 25 
Children 88 22 81 21 
Other Relatives 76 19 85 22 
Spouse 44 11 45 12 
Siblings 24 6 21 6 
Neighbors 19 5 34 9 
Work Friends 18 4 4 1 
Parents 6 1 8 2 
Other 3 1 8 2 
Totals 402 100 382 100 
* Number of valid cases for S.V. at Time 2 = 49 
--- --- ---------- - -------
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that the number of female network members remained constant, 
while the number of males declined. This may reflect in 
part the loss of work associates. On the other hand, few 
work associates were included in the close networks of the 
patients at Time 1. 
Freguency of Network Contact 
Frequency of contact with non-household network 
members was determined for face-to-face contacts, telephone 
and other types of contacts, and for combined contacts (a 
summed total of face-to-face and other interactions). 
Rather than ask respondents to recall the actual number of 
contacts with individual network members during a specified 
time period (e.g., the past month), a typical or "on the 
average" frequency of contact scale was utilized which 
ranged from 0 = "never" to 8 = "daily". Framing the 
frequency of contact question in this way allowed 
respondents 
information 
to report 
regarding 
more typical 
frequency of 
or representative 
social network 
interaction. Frequency of contact data are summarized in 
Tables XXX and XXXI. 
Time 1 Freguency of Contact. At Time 1, caregivers 
reported a total number of 398 members of the close network 
with whom they had face-to-face contact (X = 7.96, s. D. = 
1.70, range = 2-10) and 387 with whom they had telephone 
and other types of contacts (X = 7.74, s. D. = 1.82, range = 
2-10). These were not, however, mutually exclusive groups, 
TABLE XXX 
CAREGIVERS' FREQUENCY OF NETWORK CONTACTS, 
TIME 1 AND TIME 2 
Total # of NW Members, 
Face-to-Face Contact 
Average # of NW Members, 
Face-to-Face Contact 
Total # of NW Members, 
Other Contacts 
Average # of NW Members, 
Other Contacts 
Average Frequency of NW Contacts: 
Face-to-Face Contacts: 
ONCE A MONTH OR LESS 
2-3 TIMES A MONTH 
WEEKLY 
GREATER THAN WEEKLY 
Other Contacts: 
ONCE A MONTH OR LESS 
2-3 TIMES A MONTH 
WEEKLY 
GREATER THAN WEEKLY 
All Contacts: 
ONCE A MONTH OR LESS 
2-3 TIMES A MONTH 
WEEKLY 
GREATER THAN WEEKLY 
Time 1 
(N = 50) 
398 
7.96 
387 
7.74 
15 (30%) 
18 (36%) 
12 (24%) 
5 (10%) 
10 (20%) 
17 (34%) 
13 (26%) 
10 (20%) 
9 (18%) 
22 (44%) 
14 (28%) 
5 (10%) 
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Time 2 
(N = 49) 
393 
7.86 
328 
5.67 
13 (27%) 
18 (37%) 
13 (27%) 
5 (10%) 
6 (12%) 
13 (27%) 
14 (29%) 
16 (33%) 
8 (16%) 
16 (33%) 
17 (35%) 
8 (16%) 
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in that many network members engaged in both face-to-face 
and other contacts with respondents. Partners reported 
seeing their network members two to three times a month, on 
the average. They had other types of contacts with network 
members almost weekly, on the average. For all types of 
contacts, caregivers reported an average frequency of 
slightly more often than once a week. Nine respondents 
(18%) reported average contact frequency (of all types) to 
be once a month or less, and these individuals might be 
viewed as having low frequency of contact with members of 
their networks. Five caregivers (10%) reported high 
frequency of contact with network members, having contact 
several times a week, on the average. 
Table XXXI summarizes the frequency of network contact 
data for the stroke patients. For the patients at Time 1, 
there were 345 network members with whom they had face-to-
face contact (X = 6.90, s. D. = 2.59, Range = 0-10). A total 
of 321 network members had other types of contacts with the 
patients (X = 6.42, s. D. = 2.75, Range = 0 - 10). On the 
average, patients saw their network members two to three 
times a month, and talked with them slightly less often than 
that before the stroke. Combined contacts with network 
members occurred about two to three times a month, on the 
average. Fourteen patients (28%) reported average network 
contact frequency to be only once a month or less, and five 
(20%) had a high frequency of network contact on the average 
~~-~~ ~-----------------
TABLE XXXI 
PATIENTS' FREQUENCY OF NETWORK CONTACTS, 
TIME 1 AND TIME 2 
Total i of NW Members, 
Face-to-Face Contact 
Average i of NW Members, 
Face-to-Face Contact 
Total i of NW Members, 
Other Contacts 
Average i of NW Members, 
Other Contacts 
Average Frequency of NW Contacts: 
Face-to-Face Contacts: 
ONCE A MONTH OR LESS 
2-3 TIMES A MONTH 
WEEKLY 
GREATER THAN WEEKLY 
Other Contacts: 
ONCE A MONTH OR LESS 
2-3 TIMES A MONTH 
WEEKLY 
GREATER THAN WEEKLY 
Combined Contacts: 
ONCE A MONTH OR LESS 
2-3 TIMES A MONTH 
WEEKLY 
GREATER THAN WEEKLY 
* The number of valid cases for 
at Time 2 was 38. 
Time 1 
(N = 50) 
345 
6.90 
387 
6.42 
13 (26%) 
13 (26%) 
19 (38%) 
5 (10%) 
17 (34%) 
15 (30%) 
9 (18%) 
9 (18%) 
14 (28%) 
15 (30%) 
16 (32%) 
5 (10%) 
patients' other 
~-- ------------------------_ .. 
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Time 2 
(N = 49) 
326 
6.52 
211 
4.22 
16 (33%) 
14 (29%) 
15 (31%) 
4 ( 8%) 
* 
11 (29%) 
6 (16%) 
14 (37%) 
7 (18%) 
15 (31%) 
10 (20%) 
19 (39%) 
5 (10%) 
contacts 
197 
(more frequently than once a week). 
Time 2 Frequency of Contact. At Time 2, caregivers 
reported a total number of 393 network members with whom 
they had face-to-face contact (X = 7.86, S. D. = 1.92, range 
= 0 - 10) and 328 persons with whom they had other types of 
interactions (X = 6.56, S. D. = 2.31, range = 0 - 10). On 
the average, respondents saw their network members two to 
three times a month, and spoke with them on the telephone 
or had other types ~f contacts almost weekly. Combined 
contacts with network members, on the average, were greater 
than weekly. Eight respondents (16%) reported average 
frequency of contacts of all types with network members to 
be monthly or less, and the same number reported average 
frequency of network contact to be several times per week. 
Stroke patients at Time 2 had a total number of 326 
network members with whom they had face-to-face contact (X = 
6.52, S. D. = 2.44, range = 0 - 10). They talked with, or 
had 
4.22, 
other contact with a total of 211 network members (X = 
S. D. = 3.39, range = 0 - 10). On the average, 
patients saw their network members two to three times a 
month after the stroke, and had other contact with the 
network slightly more frequently, but not as often as once a 
week. For combined contacts, frequency was two to three 
times per month, on the average. Again, certain respondents 
could be identified as having low contact (once a month or 
less) or high frequency of contact (greater than weekly) 
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with their networks. At Time 2, 15 respondents (31') had 
low frequency of contact and 5 (10%) had high frequency of 
contact with non-household network members. 
In sum, both caregivers and stroke patients had 
reasonably frequent contact with a high proportion of their 
intimate networks on the average, and this did not change 
appreciably at Time 2, except for a decrease in the number 
of individuals with whom they had telephone and letter 
contacts. Less than 20' of respondents reported low 
frequency of contact with their network members and 10 to 
15% reported high degrees of network contact. 
proportions remained about the same at Time 2. 
Change in Network Contact Scores, Time 1 to Time 2 
These 
Distribution of Time 1 to Time 2 frequency of contact 
change scores was examined in order to identify subgroups of 
patients and caregivers who had experienced significant 
increases or decreases in frequency of contact with members 
of their networks as a result of the stroke. Change data 
were available for 49 caregivers and 49 stroke patients. In 
the descriptive statistics reported below, a negative number 
indicates an increase in average network contact score, 
while a positive number indicates a decrease in average 
network contact score. 
Face-to-Face Contacts. As a group, caregivers 
experienced minimal change in the average frequency of face-
to-face contacts with network members between Time 1 and 
,-- -- ----, .. _--,----, -- -- ------------.---------------- ------
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-Time 2 ( X = .025, S. D. = 1.04, range = -2.33 to 2.90). In 
looking at the distribution of change scores for in-person 
network contacts, 28 of 49 caregivers (57%) reported an 
increase in the average frequency of contacts, while 21 
(43%) reported a decrease in frequency of face-to-face 
interactions. Seven caregivers experienced decreases in 
average face-to-face contact frequency which were more than 
one S.D. from the mean, while five had change scores 
indicative of an increase which were more than one S. D. 
from the mean. 
Stroke patients experienced a decrease in average 
frequency of face-to-face contacts (X = .137, S. D. = 1.39, 
range = -3.94 to 3.13). Examining the distribution of 
change scores, 18 patients (37%) experienced an increase in 
the averaqe frequency of these contacts, two showed no 
change, and 29 (59%) showed a decrease in average frequency 
of face-to-face contacts. Eight patients (16%) were more 
than one S. D. from the mean in experiencing a decrease in 
average network contact score, while 7 (14%) had change 
scores indicating an increase in average contacts which were 
more than one S. D. from the mean. 
Other Contacts. For other types of contacts, the 
partners reported a slight increase in average frequency 
score (X = -.192, S. D. = 1.10, range= -2.57 to 2.50). 
Twenty-seven (55%) experienced an increase in the average 
frequency of other than face-to-face contacts, 4 (8%) 
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experienced no change, and 18 (37%) had a decrease in 
average frequency of other types of contacts. Eleven 
caregivers had an increase in average contact score which 
was more than one S.D. from the mean and seven had decreases 
which were more than one S. D from the mean. 
With regard to other types of contacts, patients 
experienced an increase in the average frequency of network 
contacts of .412 (S. D. = 1.88, range = -5.667 to 5.00). 
Half had change scores which indicated an average increase 
in other types of contacts, while 47% had change scores 
indicating a decrease on the average for these types of 
contacts. Only two stroke victims experienced decreases in 
average frequency of contacts which were more than one S. D. 
from the mean, while seven had change scores indicative of 
increases in average contacts which were more than one S. D. 
from the mean. 
frequency 
slightly 
2.65). 
Combined Contacts. Caregivers' average 
scores for all types of network contacts increased 
over time (X = -.084, S. D. = .89, range = -2.24 to 
Thirty respondents (61%) had increased scores for average 
total network contacts, one had no change, and 18 (37%) 
experienced a decrease over between Time 1 and Time 2. 
Seven caregivers had change scores indicative of an increase 
in average contacts which were more than one S. D. from the 
mean and four had change scores more than one s. D. from the 
mean which showed a decrease in average frequency of all 
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types of contacts. 
The patient~1 change scores for aVerage frequency of 
all types of network contacts indicated overall, a slight 
increase (X = -.107, s. D. = 1.38, range = -3.81 to 3.38) 
from Time 1 to Time 2. Twenty-four patients (49%) had change 
scores which indicated an increase in average frequency of 
all network contacts, while for 25 respondents (51%), change 
scores indicated an decrease in average frequency of 
combined contacts. Nine patients ( 18%) had change scores 
indicative of increased network contact which were more than 
one s. D. from the mean and seven (14%) had change scores 
indicating decreased combined network contacts which were 
more than one S. D. from the mean. 
It seemed important to look separately at the 
distribution of change in average network contact frequency 
scores for those patients who were able to respond to the 
interview compared to those stroke victims who had 
communication problems which were severe enough to prevent 
them from participating in the interview. Non-respondent 
stroke patients did experience a greater mean change in 
average contact scores (Mean = -.315, S. D. = 1.62) than did 
respondent stroke patients (Mean = .092, s. D. = 1.09), and 
a greater range of change scores, but change was not in the 
predicted direction of a decrease in average frequency of 
contact scores for those with more severe communication 
problems. The two groups had about the same number of 
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individuals who showed increases or decreases in average 
contact frequency which were more than one S. D. from the 
mean. 
Network Interconnectedness 
This sample of elderly couples had highly 
interconnected networks, both within individual respondents' 
networks and across couples' networks. These data are 
summarized in Table XXXII. Mean density score for the 
caregivers at Time I was 83.7, and for the patients was 
82.9. Caregivers had an average number of within-network 
ties, a measure of degree of interconnectedness, of 6.3, 
while the patients reported a mean number of within-network 
ties of 5.7. 
At Time 2, network interconnectedness had increased 
for both patients and caregivers, as can be seen from 
XXXII. With regard to network overlap, respondents 
Table 
had a 
mean of 3.58 network members in common at Time 1, and this 
increased slightly to 3.76 at Time 2. At Time 2, 30% of the 
dyads had six or more network members in common, whereas 20% 
had reported this degree of network overlap at Time 1. 
SOCIAL SUPPORT 
The concept of social support, as discussed in 
Chapters I - III, was considered separately from structural 
and interactional characteristics of the network. 
Respondents' reports of supportive exchanges across time in 
---------_. 
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TABLE XXXII 
INTERCONNECTEDNESS WITHIN AND BETWEEN RESPONDENTS' NETWORKS 
Caregivers 
Mean Density 
S. D. 
Range 
Mean Degree 
S. D. 
Range 
Stroke Patients 
Mean Density 
S. D. 
Range 
Mean Degree 
S.D. 
Range 
Time 1 
83.7 
20.90 
31-100 
6.3 
2.28 
.9-9.0 
82.94 
18.51 
42-100 
5.7 
2.21 
1.0-9.0 
Frequency of Overlap Between Partners' Networks 
o - 2 NW MEMBERS 
3 - 5 W;l MEMBER.S 
6 - 10 NW MEMBERS 
Degree of Overlap 
Mean * of NW Members 
S. D. 
Range 
19 (38%) 
21 (42%) 
10 (20%) 
3.58 
2.33 
o - 10 
Time 2 
87.2 
16.82 
43-100 
6.9 
1. 74 
3.0-9.0 
86.92 
16.14 
36-100 
5.9 
2.12 
1.0-9.0 
20 (40%) 
15 (30%) 
15 (30%) 
3.76 
2.54 
0-9 
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four areas will be described in the following sections: 
instrumental support. emotional support. informational 
support. and socializing support. These data are summarized 
in Tables XXXIII and XXXIV. In addition. support provided 
during the stroke crisis period. marital support. overall 
satisfaction with support, and negative aspects of support 
will be discussed. 
Instrumental Support 
Instrumental task support included assistance with 
household tasks and chores, and assistance during periods of 
illness. As can be seen in Table XXXIII, caregivers 
reported both giving and receiving less instrumental task 
assistance at Time 2 than at Time 1. They identified a 
total number of 374 instances of available or actual 
tangible support from the close network at Time 1 (X = 
7.48). and 334 instances at Time 2 (X = 6.68). Respondents 
reported potentially or actually providing a total number of 
226 instances of instrumental support to members of their 
close network at Time 1 (X = 4.52) and 176 instances at Time 
2 (X = 3.52). The amount of tangible support provided to 
members of the network may be underrepresented in these 
data, in that not all of the instrumental support eliciting 
questions were asked to elicit reciprocity (for example, 
assistance during periods of extended illness or 
recuperation was only asked in terms of who would provide 
support to the respondent). 
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TABLE XXXIII 
CAREGIVERS' SOCIAL SUPPORT EXCHMIGES, TIME 1 A.~D TIME 2 
Time 1 Time 2 
-Total ~ Total ~ 
Support Received 
Instrumental Help 374 7.48 334 6.68 
Confiding Help 134 2.68 126 2.52 
Informational Help 60 1.20 51 1.02 
Support Given 
Instrumental Help 226 4.52 176 3.52 
Confiding Help 165 3.30 140 2.80 
Informational Help 100 2.00 91 1. 82 
Socializing Support 158 3.16 158 3.16 
Close Confidants 145 2.90 * 
* Question not asked at Time 2. 
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Most caregivers named members of the close network who 
were providing at least some type of instrumental support. 
Six respondents at Time 1 and five at Time 2 named no one in 
the intimate network who was a source of instrumental 
support. All had someone to provide short-term illness 
support at Time 1, while three caregivers named no one to 
provide this type of support at Time 2. For long-term 
illness support, there was a more dramatic drop-off in 
perceived support at Time 2. Whereas at Time 1, 13 
caregivers saw no network member as available to provide 
support during a long illness, at Time 2, 20 caregivers 
perceived themselves in this situation. This probably 
reflects the fact that several of the partners no longer see 
the stroke patient as a source of long-term illness support. 
Indeed, some of the concerns expressed by caregivers in 
responding to open-ended questions at the end of the 
interview expressed this theme. 
Table XXXIV summarizes similar data on the amount of 
instrumental support received and provided by the respondent 
stroke patients. At Time 1, patients reported a total of 
159 instances (X = 6.12) of instrumental support 
from the close network, and 83 instances (X = 
available 
3.19) of 
instrumental 
members. At 
themselves as 
tangible type 
support they would or did provide to network 
Time 2, not unexpectedly, they perceived 
receiving more and providing less of this 
of support. They reported a total of 174 
--- -------------------
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TABLE XXXIV 
PATIENTS' SOCIAL SUPPORT EXCH&~GES, TIME 1 &~D TIME 2 "-
(RESPONDENT PATIENTS ONLY) 
Time 1 Time 2 
(N = 26) (N = 24) 
-Total ~ Total ~ 
Support Received 
Instrumental Help 159 6.12 174 7.25 
Confiding Help 55 2.12 59 2.46 
Informational Help 25 .96 13 .54 
Support Given 
Instrumental Help 83 3.19 70 2.92 
Confiding Help 46 1.77 66 2.75 
Informational Help 31 1.19 42 1. 75 
Socializing Support 60 2.31 70 2.92 
Close Confidants 66 2.54 * 
* Question not asked at Time 2. 
~--- -----~-------- -------------
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instances of instrumental support received (X = 7.25), and 
70 instances of instrumental support provided by them iX = 
2.92). Thus, six to eight months after the stroke, the less 
impaired patients still saw themselves as providing tangible 
assistance to close network members. 
Emotional Support 
Confiding support was used as the measure of emotional 
support over time in this study. As is summarized in Table 
XXXIII, caregivers perceived themselves as giving more 
confiding support than they received and as having about the 
same amount of confiding support available to them at Time 2 
as at Time 1. They saw themselves, however, as providing 
less confiding support after the stroke compared to before. 
They reported a total of 134 network persons as sources of 
confiding support at Time 1 (X = 2.68), and 126 (X = 2.52) 
at Time 2. At Time 1 they saw themselves as providers of 
confiding support for 165 network members (X = 3.30) I 
whereas at Time 2 this had decreased to 140 network members 
(X = 2.90). They named an average of 2.9 members of the 
close network whom they viewed as close confidants. A small 
number of the caregivers (8%) reported no one in whom they 
could confide before the stroke and the same proportion saw 
themselves as not providing confiding help to any member of 
the network. These proportions of caregivers lacking 
confiding relationships did not change at Time 2. 
It is more difficult to interpret the confiding 
.. _- .. - --------_. --- -------- ----... __ .-.. 
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relationships reported by the respondent stroke patients 
(see Table XXXIV). While the number of network members from 
whom they received confiding support remained approximately 
the same after the stroke, they saw themselves as providing 
more confiding support to their networks after the stroke 
compared to before. Whereas prior to the stroke they 
provided this type of support to 46 network members (X = 
1.77), after the stroke they reported providing this type of 
support to 66 persons (X = 2.75). This may be an artifact 
of the timing of the two interviews (one shortly after the 
stroke occurrence), or may reflect the patients' actual 
perceptions of their role in providing confidant support. 
Only two patients reported no confiding relationships in 
their pre-stroke networks, and only one patient perceived 
himself as without any confiding relationships at Time 2. 
Patients reported an average of 2.54 network members 
whom they considered close confidants. Two patients named 
no close confidants, while almost half (46%) had three or 
more close confidants. 
Informational Support 
The provision or receipt of information and advice was 
not a frequently endorsed response. Both caregivers and 
patients reported that they provided information and advice 
to more persons than the number from whom they received 
such assistance. Caregivers reported providing slightly 
less informational help at Time 2, while patients had an 
---------------- ----_.-
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increased number of network members to whom they provided 
advice and information after the stroke. 
Socializing Support 
Caregivers named a total of 158 close network members 
with whom 
stroke (X 
Time 2. 
they socialized on a regular basis before 
= 3.16), and this remained exactly the same 
Patients had 60 network members with whom 
the 
at 
they 
socialized regularly pre-stroke, and the total number of 
persons who provided this type of support increased slightly 
(from 60 to 70) at Time 2. Fifty-four percent of the 
caregivers at Time 1 and 58% at Time 2 named three or more 
persons with whom they regularly socialized. Forty-six 
percent of the patients at Time 1 and 38% at Time 2 had 
three or more network members who provided socializing 
support. Seven caregivers at Time 1 and eight at Time 2 
socialized with none of their close network, while nine 
patients at Time 1 and only 2 patients at Time 2 reported 
that they socialized with none of their close network 
members. 
Support Reciprocity 
Four support questions involving task support, illness 
support, confiding, and information/advice asked about 
support the respondent provided to members of the network as 
well as support received from the network. From these data, 
the number of reciprocal exchanges with subjects' networks 
------- -----_ .. _--. ..-
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was determined. This information is summarized in Tables 
XXXV and XXXVI. In determining means and proportions of 
reciprocal exchanges, only the number of respondents who had 
reported a particular type of support received or given were 
considered. 
Both partners and patients reported a greater number 
of reciprocal exchanges for short-term illness support than 
for other types of helping. For the caregivers, the number 
of reciprocal exchanges available or utilized 
Time 2 for all types of support. The patients 
decreased 
reported 
at 
a 
decreased number of reciprocal task exchanges at Time 2, 
increased numbers of illness support exchanges and confiding 
exchanges, and the same number of informational support 
exchanges. 
It was predicted that both caregivers and patients 
would experience a decrease in the degree of reciprocity 
within their supportive exchange networks as a result of the 
stroke. Further, it was anticipated that this shift in 
reciprocity would be in the direction of patients and 
caregivers being "overhelped" in the situation of coping 
with a chronic, disabling illness. That is, there would be 
fewer opportunities to reciprocate for assistance provided, 
as a result of the stroke. Caregivers would have less time 
to reciprocate in previous established ways, and patients 
would be less able to reciprocate. In order to explore this 
question of the direction of change in network reciprocity, 
._ .. --.---------------- ---'-" ". --
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TABLE XXXV 
RECIPROCITY IN CAREGIVERS' HELPING NETWORKS 
Time 1 Time 2 
Task Support 
Total i reciprocal helps 84 56 
* Mean i reciprocal helps 1.91 1.24 
* Mean percent reciprocal helps .50 .50 
Illness Support 
Total i reciprocal helps 107 79 
Mean ~ reciprocal helps 2.14 1. 58 
Mean percent reciprocal helps .56 .47 
Confiding Support 
Total i reciprocal helps 102 90 
Mean i reciprocal helps 2.17 1. 88 
Mean percent reciprocal helps .53 .56 
Informational Support 
Total * reciprocal helps 32 25 
Mean i reciprocal helps .87 .66 
Mean percent reciprocal helps .24 .20 
* Means and mean proportions were determined based on the 
number of respondents who had any instances of a 
particular type of support being received or provided. 
TABLE XXXVI 
RECIPROCITY IN PATIENTS' HELPING NETWORKS 
(RESPONDENT PATIENTS ONLY) 
Task Support 
Total • reciprocal helps 
* Mean • reciprocal helps 
* Mean percent reciprocal helps 
Illness Support 
Total • reciprocal helps 
Mean i reciprocal helps 
Mean percent reciprocal helps 
Confiding Support 
Total • reciprocal helps 
Mean • reciprocal helps 
Mean percent reciprocal helps 
Informational Support 
Total • reciprocal helps 
Mean • reciprocal helps 
Mean percent reciprocal helps 
Time 1 
30 
1.50 
.48 
39 
1.70 
.51 
28 
1.17 
.36 
7 
.47 
.14 
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Time 2 
17 
.85 
.40 
44 
1. 83 
.43 
40 
1.74 
.45 
7 
.41 
.19 
* Means and mean proportions were determined based on the 
number of respondents who had any instances of a 
particular type of support being received or provided. 
214 
caregivers were grouped according to whether their networks 
reflected "underhelping" or "overhelping" on the part of the 
network, or whether there was balanced reciprocity for the 
different types of support. This was determined by dividing 
the total number of network members who provided a 
particular type of support by the total number of persons 
for whom the respondent provided that type of support. 
Thus, it is a measure of overall reciprocity, rather than 
reciprocity in specific dyadic relationships. 
Table XXXVII summarizes this information for the 
caregivers. Respondents were more likely to be underhelped 
in the exchange of information and advice, and this 
persisted over time. There was an increase, however, (from 
6% to 20%) in the proportion who reported reciprocity in the 
exchange of informational support at Time 2. Caregivers 
were more overhelped than underhelped in the provision of 
illness support at both Time 1 and Time 2. The number and 
proportion of respondents who reported 
illness support remained about the same. 
partners reported reciprocity in 
relationships over time. Change in 
reciprocity 
About 20% of 
in 
the 
their confiding 
the direction of 
reciprocity in confiding relationships was seen, 
Whereas at Time 1, 42% of caregivers reported 
confidant more than confiding in others, this had 
to 26% at Time 2. Thirty percent of respondents 
being overhelped in confiding relationships at 
----------------_.-- .-. 
however. 
being a 
decreased 
reported 
Time 2 
TABLE XXXVII 
DIRECTION OF RECIPROCITY IN CAREGIVERS' NETWORKS 
Task Support * 
j RECIPROCAL 
j UNDERHELPED 
j OVERHELPED 
# NO TASK HELP 
Illness Support * 
j RECIPROCAL 
j UNDERHELPED 
j OVERHELPED 
j NO ILLNESS HELP 
Confiding Support * 
j RECIPROCAL 
j UNDERHELPED 
# OVERHELPED 
# NO CONFIDING HELP 
Informational Support * 
* 
# RECIPROCAL 
j UNDERHELPED 
j OVERHELPED 
j NO INFORMATIONAL HELP 
Time 1 
18 
5 
21 
6 
21 
9 
20 
o 
18 
21 
8 
3 
3 
19 
8 
20 
Time 2 
19 
6 
20 
5 
19 
8 
20 
3 
20 
13 
15 
2 
10 
18 
10 
12 
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Reciprocal helping = an equal number of network members 
give help to and receive help from subject. 
Underhelped = subject provides more help than receives. 
Overhelped = subject receives more help than provides. 
No helping = subject gives no and receives no help of the 
type specified from the close network. 
~------ -------------_._- ~~-~- ~- ~ 
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compared to 16% at Time 1. 
The patients reported little change in the direction 
of reciprocity in their pre-stroke compared to their post-
stroke networks. This information is contained in Table 
XXXVIII. There was an increase in the reciprocity of 
confiding exchanges and a decrease in the number of patient 
subjects who reported overhelping in confiding 
relationships. 
Social Support During the Time of the Stroke 
Caregivers were asked to indicate which network 
members had provided specific types of stroke-related 
assistance during the acute hospitalization period, 
including tangible aid such as offering or providing rides 
to the hospital or assisting with household chores or 
errands: emotional support in the form of encouragement, 
empathy, and concern: and information or advice. Table 
XXXIX summarizes the types and amounts of support provided 
by the close network at the time of the stroke, as reported 
by the caregivers. Ninety percent identified persons who 
would help with transportation, although only half of the 
partners utilized others for transportation assistance. 
About 75% of caregivers identified at least one person who 
was available to assist with household tasks, while only 
one-half named anyone who had actually provided this type of 
assistance. Sixty percent of the subjects reported 
receiving other types of tangible, or instrumental help. 
-------- ---~----------------.--- ---... 
TABLE XXXVIII 
DIRECTION OF RECIPROCITY IN PATIENTS' NETWORKS 
Task Support 
* RECIPROCAL 
# UNDERHELPED 
# OVERHELPED 
# NO TASK HELP 
Illness Support 
* RECIPROCAL 
* UNDERHELPED 
* OVERHELPED 
# NO ILLNESS HELP 
Confiding Support 
# RECIPROCAL 
# UNDERHELPED 
* OVERHELPED 
# NO CONFIDING HELP 
Informational Support 
* 
* RECIPROCAL 
# UNDERHELPED 
# OVERHELPED 
# NO INFORMATIONAL HELP 
Time 1 
(N = 26) 
10 
2 
8 
6 
9 
2 
12 
3 
5 
6 
13 
2 
2 
8 
5 
11 
Time 2 
(N = 24) 
5 
1 
13 
5 
10 
1 
12 
1 
9 
7 
7 
1 
2 
12 
3 
7 
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Reciprocal helping = an equal number of network members 
give help to and receive help from subject. 
Underhelped = subject provides more help than receives. 
Overhelped = subject receives more help than provides. 
No helping = subject gives no and receives no help of the 
type specified from the close network. 
"-"" -----------------
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TABLE XXXIX 
SUPPORT PROVIDED DURING THE ACUTE STROKE PERIOD 
(Reported by Partners, N = 50) 
T~l]2e of SUl2l2ort Total • U % of NW I Naming No One 
Would provide 
transportation 141 2.82 .37 5 
Did provide 
transportation 63 1.26 .16 25 
Would assist with 
household tasks 81 1.62 .22 12 
Did assist with 
household tasks 60 1.20 .14 25 
Other types of help 86 1. 72 .24 20 
Moral support 130 2.60 .32 17 
Appreciate the 
situation 106 2.12 .27 20 
Informational help 24 .48 .07 32 
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Two-thirds of respondents named at least one network 
member who had provid2d emotional aid in the form of "moral 
support". Thirty-eight percent of partners reported that 
one-half or more of their close network had provided this 
type of assistance, although 34% identified no members of 
the close network who provided moral support. 
30% of the subjects indicated that at least half 
close network appreciated what they were going 
while 40% named no one who provided this type of 
support. 
Similarly, 
of their 
through, 
emotional 
Few members of the network provided stroke-related 
informational assistance or advice (a total of 24 persons, X 
= .48). This may reflect the preference expressed by 
respondents in previous studies (Dunkel-Schetter, 1984) to 
receive this type of information from health care 
professionals, rather than family and friends. It may also 
reflect that most members of the informal support network 
are not equipped to offer specific illness-related advice 
during a health crisis. 
Marital Support 
The degree and quality of perceived support within the 
partner relationship itself were examined separately as an 
important aspect of overall social support. 
Perceived Quality of the Marital Relationship. A 4-
item index was created which summed scores for subjects' 
perceptions of their overall marital happiness, the 
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likelihood of confiding communication with their partners, 
and the relative quality of the relationship compared to 
other couples. Maximum score obtainable on the Marital 
Quality Index was 21, and the minimum score was 4. 
Overall, respondents expressed a high 
satisfaction with their partner relationship. 
degree 
At Time 
of 
1, 
caregivers obtained a mean score on the index of 15.89, S. 
D. = 3.01, range = 8-18. Sixty-seven percent of the 
caregivers scored 17 or above. At Time 2, the caregivers as 
a whole showed a slight decrease in their rating of the 
quality of the partner relationship, achieving a mean score 
of 15.22, S. D. = 3.03, range = 7-18. Stroke victims 
(N = 24) likewise rated the quality of their partner 
relationship quite highly. Mean score on the Index at Time 
1 for the patients was 16.45, S. D. = 1.93, range = 11-18. 
At Time 2, mean Index score was 16.54, S. D. = 1.98, range = 
11-18. 
Marital Disagreement. Subjects acknowledged 
marital disagreement as it was measured in this study. 
little 
They 
were asked to indicate the frequency of disagreement between 
themselves and their partner in five areas: finances, 
dealing with children and other relatives, making major 
decisions, sharing of household tasks, and leisure 
activities and interests. A maximum score of 15 on this 5-
item index would indicate frequent disagreement in all areas 
probed. A minimum score of 5 would indicate the subject 
-~.- - --~---- ~ --- ------
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felt that she or he and the partneL rarely disagreed on any 
of the topics specified. 
At Time 1, caregivers had a mean score of 6.51 on the 
Marital Disagreement Index (5. D. = 1.73, range = 5-12), 
with 38% receiving a minimum score of 5. There was little 
change for the caregiver group as a whole at Time 2. Mean 
Disagreement Index score was 6.09, s. D. = 1.62, range = 5-
11. At Time 2, 54% had a minimum score of 5 on the Index. 
Stroke victims similarly reported little marital 
disagreement. Mean disagreement score at Time 1 was 6.12 
(5. D. = 1.63, range = 5-11) and at Time 2 was 6.13 (5. D. = 
1.58, range = 5-10). Fifty-four percent of the patients at 
Time 1 and 52% at Time 2 reported minimum marital 
disagreement scores. For the caregiver -patient partners, 
there was high degree of congruence in reporting of marital 
disagreement scores (r = .7939, p = < .001). 
Shared Marital Activity. Subjects were asked to 
indicate the frequency with which they engaged in joint 
activities or communication with their partner in five 
areas, and the number of organizations in which they had 
joint memberships. The resulting six-item index had a 
maximum possible score of 42, and a minimum possible score 
of O. 80th caregivers and patients reported a moderate 
degree of frequency of shared marital activity pre-stroke. 
The caregivers had a mean frequency score of 18.91 (5. D. = 
5.18, range z 3-29) and the patients reported a mean 
--~----------- ------------------------- ---
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frequency score of 16.88 (S. D. = 6.22, range· 1-27) at 
Time 1. An equal number of partners (7) had scores on this 
index which were one S. D. above or below the mean. Four 
patients had scores at least on2 S. D. below the mean, and 
only 2 reported scores at least one S. D. above the mean. 
At time 2, caregivers re~orted a reduced frequency of 
shared marital activity, while their partners noted an 
increased frequency of joint communication and activity. 
Mean score for the caregivers at Time 2 was 16.6 (S. D. = 
6.20, range = 0-25). For the patients, mean score on this 
index at Time 2 was 18.38 (S. D. = 5.59, range = 7-27). Ten 
caregivers (20%) were at least one S. D. below the mean at 
Time 
and 
p. = 
whose 
2. There was a strong correlation between caregiver 
patient partners on this measure at Time 2 (r = .7145, 
< .001), however, suggesting that those caregivers 
partners were unable to respond to the interview may 
have been the ones who accounted for the decrease in shared 
marital activity score for the caregivers at Time 2. 
Satisfaction with Network Support 
Subjects were asked to rate their overall satisfaction 
with both the amount and quality of social network contacts. 
As can be seen from the distribution of responses in Table 
XL, both caregivers and patients expressed high degrees of 
overall satisfaction with the amount and qualit7 of their 
network relationships. At Time 1, 74% of caregivers and 72% 
of stroke patients reported that they were very satisfied 
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TABLE XL 
RESPONDENTS' EXPRESSED SATISFACTION WITH OVERALL AMOUNT 
AND QUALITY OF SOCIAL NETWORK CONTACT, 
TIME 1 AND TIME 2 
Time 1 
Satisfaction with Amount of Social Contact 
Caregivers 
VERY DISSATISFIED 
SOMEWHAT DISSATISFIED 
NEUTRAL 
SOMEWHAT SATISFIED 
VERY SATISFIED 
Stroke Patients 
VERY DISSATISFIED 
SOMEWHAT DISSATISFIED 
NEUTRAL 
SOMEWHAT SATISFIED 
VERY SATISFIED 
o ( 0) 
5 (10) 
3 ( 6) 
5 (10) 
37 (74) 
o ( 0) 
o ( 0) 
2 ( 8) 
5 (20) 
18 (72) 
Satisfaction with Quality of Social Contact 
Caregivers 
VERY DISSATISFIED 0 ( 0) 
SOMEWHAT DISSATISFIED 2 ( 4) 
NEUTRAL 3 ( 6) 
SOMEWHAT SATISFIED 6 (12) 
VERY SATISFIED 39 (78) 
Stroke Patients 
VERY DISSATISFIED 0 ( 0) 
SOMEWHAT DISSATISFIED 0 ( 0) 
NEUTRAL 2 ( 8) 
SOMEWHAT SATISFIED 3 (12) 
VERY SATISFIED 20 (80) 
* Numbers in parentheses equal percents . 
. _-------------------------------- ._---
Time 2 
2 ( 4) 
5 (10) 
4 ( 8) 
15 (30) 
24 (48) 
o ( 0) 
o ( 0) 
4 (17) 
5 (21) 
15 (62) 
1 ( 2) 
2 ( 4) 
3 ( 6) 
9 (18) 
35 (70) 
0 ( 0) 
0 ( 0) 
2 ( 8) 
4 (17) 
18 (75) 
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with the amount of pre-stroke contact with persons in their 
networks. Likewise, 78% of the caregivers and 80% of the 
patients were very satisfied with the quality of their 
social network interactions before the stroke. 
At Time 2, fewer caregivers reported being very 
satisfied with the amount of social network contact (~8% 
compared to 74% at Time 1) or with the quality of network 
contact (70% versus 78% at Time 1). The stroke patients 
showed slight declines in the number and proportion who 
indicated that they were very satisfied with the amount and 
quality of network contacts since the stroke. 
Negative Aspects of Social Support 
Consistent with the high levels of satisfaction 
respondents expressed with their networks, few acknowledged 
any negative relationships with network members, especially 
at Time 1. In response to questions regarding persons who 
had been less help than expected, who made the situation 
worse, who appeared to be out to make life difficult for the 
respondent, or with whom the respondent didn't get along, 
caregivers named a total of 50 persons (X = 1.0). Patients 
named even fewer persons, a total of 17 at Time 1 (X = .68). 
At Time 2, caregivers named 66 negative network contacts (X 
= 1.32) and patients reported 14 such contacts. It was 
perhaps 
feelings 
difficult for the patients to acknowledge negative 
about network relationships when they were 
dependent upon some of these individuals for continued and 
- -------_. -- - -----
225 
necessary support. Twenty-two percent of the caregivers, on 
the other hand, named at least one person who had been less 
help than they expected since the stroke had occurred. 
SUMMARY: INTIMATE NETWORK SOCIAL SUPPORT 
AND SOCIAL CONTACTS 
Overall, for this sample of patients and 
partners, social support within their close or 
their 
intimate 
networks was maintained at six to eight months following the 
stroke. Partners and stroke patients saw their network 
members about as frequently after the stroke as before. 
Caregivers did report receiving less instrumental support at 
Time 2, and slightly less confiding and informational 
support. They provided less confiding and instrumental 
support at Time 2 to members of their network. Socializing 
support was maintained. 
Patients saw themselves as receiving increased 
instrumental help at Time 2, and less informational help. 
They reported giving less tangible assistance to their 
networks, but more confiding and informational help. 
Socializing contacts were maintained, and even increased 
slightly. The patients reported fewer socializing contacts 
and fewer close confidants than did their partners, which is 
generally consistent with the available information on the 
social support systems of older men compared to older women 
(Stueve & Fischer, 1978; Vaux, 1985). 
Caregivers experienced decreased numbers of reciprocal 
226 
support exchanges with their close networks at Time 2 across 
types of support, while patients reported slightly increased 
numbers of confiding exchanges and of reciprocal illness 
support. Partners also reported fewer confiding 
relationships in which they were the providers of confiding 
support. There are a number of possible explanations for 
these reported changes in the reciprocity characteristics of 
the caregivers' networks. 
Respondents as a whole were very satisfied with the 
amount and quality of their pre-stroke social network 
support. For the caregivers, rating of network satisfaction 
decreased somewhat at time 2, in that there were fewer who 
rated themselves very satisfied with the amount and quality 
of support available. Patients, for whatever reason, 
continued to see their close networks in a very positive 
light at Time 2. Both patients and partners reported high 
levels of satisfaction with their marital relationship, low 
levels of marital disagreement, and moderate levels of 
shared marital activity before the stroke. At Time 2, 
caregivers reported slightly less marital satisfaction and 
shared marital activity, while the patients reported slight 
increases in both aspects of their relationship. It must be 
kept in mind, however, that the patient group only included 
those who could respond to the interview questions. 
Despite the fact that a descriptive analysis of the 
group data paints a generally optimistic picture of how this 
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group of stroke patients and their partners were coping in 
terms of social support, analysis of score distributions 
indicated that there were subgroups of patients and their 
caregivers who were experiencing negative network changes. 
In Chapter VI, correlates of depressive symptoms and well-
being at two points in time will be explored, including 
those related to social networks and social support. 
-- .. _-----------------
CHAPTER VI 
CORRELATES AND PREDICTORS OF DEPRESSION AND WELL-BEING: 
TIME 1 AND TIME 2 
This chapter will begin to test the model for this 
study which was presented in Chapter II. Correlates and 
predictors of depressive symptom scores and of positive and 
negative well-being will be examined, focusing on stroke 
severity measures, perceptions of the stroke, self-reported 
health, social networks and social support, and individual 
characteristics such as optimism and religiosity. These 
relationships as measured at a single point in time will be 
examined for both Time 1 and Time 2. The outcome variables 
of depression and positive and negative well-being will be 
described first, for both caregivers and patients. Then, 
the relationship of the other variables to these outcome 
measures will be discussed. 
Table XL! presents the means and standard deviations 
for the major variables at Time 1 and Time 2 for the 
caregivers, and Table XLII summarizes the same information 
for the respondent patients. Tables XLIV, XLV, XLVI, XLVII, 
and XLVIII present the correlations between the outcome 
variables and other major variables at Time 1. Following 
the discussion of the interrelationships among variables at 
Time 1, interrelationships among variables at Time 2 will be 
considered. Finally, the results of multiple regression 
analyses to assess predictors of depression and well-being 
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in the caregivers at both points in time will be presented. 
Because the ~umber of stroke ?atients who completed the 
outcome measures was small (26 at Time 1 and 24 at Time 2), 
regression analyses were not run on the patient dependent 
variables. 
TIME 1 
Outcome Variables 
Depressive Symptoms: CES-D. A 28-item version of the 
CES-D was used in this study (Goldberg, 1981). 
Consequently, a cutoff score of 23 for indicating those at 
risk for depression was adopted rather than the usual cutoff 
score of 16 used with the 20-item version of the measure. 
At Time 1, caregivers had a mean depressive symptom score of 
22.7 (S. D. = 13.32) and a median score of 23. Range of 
ucores was 0-55. Twenty-two caregivers (48%) scored above 
the cutoff score of 23. 
Respondent stroke patients had a mean CES-D score of 
17.88 (S. D. = 11.91) and a median score of 15.5. Range of 
scores was 0-48. Six patients (25%) scored above the cutoff 
score of 23 on the measure. It should be kept in mind that 
these were the least impaired stroke patients in terms of 
the ability to communicate. 
These results for the caregivers are very similar to 
those obtained by Williams (1985) in a recent study of 
physically ill elderly persons, in terms of both mean level 
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TABLE XLI 
MEAN VALUES FOR SELECTED CAREGIVER VARIABLES 
(MAXIMUM VALUES IN PARENTHESES) 
TIME 1 TIME 2 
S. D. S. D. 
CES-D 28 (84) 22.70 13.32 20.04 13.23 
POSITIVE WB (9) 4.77 2.59 4.79 2.78 
NEGATIVE WB (15) 4.21 2.92 3.92 2.34 
BALANCE WB (7) 3.94 1.74 4.00 1.70 
LOT SCORE (32) 23.02 4.55 21.92 4.22 
RELIGIOSITY (14) 8.63 3.61 7.28 3.51 
OBJECTIVE HEALTH 5.00 4.51 5.72 5.21 
SUBJECTIVE HEALTH (5) 2.76 1.21 2.74 1.12 
SEVERITY OF STROKE (5) 3.32 1.04 3.18 .96 
BARTHEL INDEX (100) 81.81 18.81 87.60 15.68 
ASF SCORE (32) 13.00 6.05 13.92 5.63 
CONCERN: ANOTHER CVA (5) 3.36 1.40 3.44 1.54 
CONCERN: FUTURE CARE (5) 3.21 1.61 2.41 1.65 
SOCIAL ACTIVITY (25) 11.02 3.26 10.42 3.20 
SIZE OF OA SOCIAL NW 12.20 4.30 14.14 4.40 
SIZE OF INTIMATE NW 8.82 1.59 8.96 1. 54 
NETWORK DEGREE (9.0) 6.30 2.28 6.90 1. 74 
MARITAL QUALTIY (18) 15.89 3.01 15.22 3.03 
SHARED MARITAL ACTIVITY 18.91 5.18 16.60 6.20 
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TABLE XLII 
MEAN VALUES FOR SELECTED PATIE~]T VARIABLES 
(MAXIMUM VALUES IN PARENTHESES) 
TI!'1E 1 TIME 2 
S. D. S. D. 
CES-D 28 (84) 17.88 11.91 20.22 15.20 
POSITIVE WB (9) 4.52 2.06 3.71 1.99 
NEGATIVE WB (15) 3.48 2.54 3.67 3.23 
BALANCE WB (7) 3.56 1.39 4.04 1. 73 
LOT SCORE (32) 20.72 5.10 19.22 5.80 
RELIGIOSITY (14) 6.42 3.66 6.21 3.60 
* OBJECTIVE HEALTH 7.60 6.69 12.76 7.50 
* SUBJECTIVE HEALTH (5) 2.94 1.13 3.31 .98 
SEVERITY OF STROKE (5) 2.69 1.05 2.42 1.02 
BARTHEL INDEX (100) 92.50 10.11 95.46 6.89 
ASF SCORE (32) 11.68 3.56 11.30 4.03 
* CONCERN: ANOTHER CVA (5) 3.33 1.51 3.36 1.57 
* CONCERN: FUTURE CARE (5) 2.83 1.63 2.42 1.74 
* SOCIAL ACTIVITY (25) 10.37 3.97 9.53 3.78 
SIZE OF OA SOCIAL NW 11.52 4.69 13.17 4.46 
* SIZE OF INTIMATE NW 8.08 2.44 7.79 2.59 
* NETWORK DEGREE (9.0) 5.70 2.21 5.90 2.12 
MARITAL QUALITY (18) 16.46 1.93 16.54 1.98 
SHARED MARITAL ACTIVITY 16.88 6.22 18.38 5.60 
* Includes all stroke patients. 
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of depressive symptoms and the percent of respondents who 
had scores indicating significant risk for depression. 
Williams (1985) reported a mean CES-D score for her sample 
of 22.5 for the 28-item version, and that 47% had 
significantly high levels of depressive symptoms. The 
present sample of caregivers had a higher proportion which 
scored above the cutoff level for depression than Noh and 
his associates (1984) reported in a group of physically 
disabled individuals. Noh et al. found that 35% of their 
sample were at significant risk for depression. The mean 
depression score for this sample of caregivers was 
considerably higher at Time 1 than studies of large 
community samples of older persons have reported (Comstock 
and Helsing, 1976; Radloff, 1977). In a study of 
depressive symptoms in older women, Goldberg (1981; Goldberg 
et al., 1985) reported that slightly less than 10% of their 
sample reported high levels of depressive symptoms (above 
the cutoff score of 16 for the 20-item version of the CES-
D). The stroke patients had mean depression scores somewhat 
higher than those reported in large community studies, but 
lower than those reported by Noh and his colleagues for a 
sample of physically impaired individuals. 
Thus, shortly after the occurrence of a stroke in their 
partners, we found levels of depressive symptomatology in 
this sample of generally physically healthy caregivers 
comparable to levels found in elderly individuals who had 
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experienced a recent serious illness episode themselves 
(Williams, 1985). Furthermore, they reported higher levels 
of depressive symptoms than the stroke patients in the 
sample, although the two groups are not directly comparable 
because more severely communicatively impaired patients did 
not complete the depression measure. 
Index of Psychological Well-Being 
described in Chapter III, this is an 8-item 
scale designed to measure mental health 
(IPWB). As 
self-report 
in adult 
populations. The scale is comprised of both positive and 
negative feeling-state items, and produces an index score 
(Balance Well-Being) which indicates the relative strength 
of positive and negative feelings. The index yields a score 
ranging from 1 to 7, with 1 indicating a high level of 
psychological well-being. Because positive and negative 
well-being have been found in some respects to be relatively 
independent, especially when only frequency and not 
intensity of the feeling state is measured (Diener, 1984), 
positive and negative well-being scores as well as balance 
well-being scores are reported below, and considered 
separately in later analyses. 
Caregivers had a mean Positive Well-Being (PSWB) score 
of 4.77 (5. D. = 2.59) at Time 1, with a median score of 
3.37 and a range of 1-9. Mean Negative Well-Being (NGWB) 
score was 4.21 (S. D. = 2.92), with a median of 3.81 and a 
range of 0-11. For Balance Well-Being (BALWB), mean was 
234 
3.94 (S.D. = 1.74) with a median of 4.0 and a range of 1-7. 
Patients reported a mean PSWB score of 4.52 (S. D. = 
2.06), median = 4.38 and range = 0-9. Mean NGWB score was 
3.48 (S. D. = 2.54), with a m~dian of 3.13 and a range of 0-
9. BALWB mean score for the patients was 3.56 (S. D. = 
1. 39) , median = 3.67 and range = 2-7. 
The overall, or BALWB scores reported by both the 
caregivers and patients are very similar to the results 
reported by Berkman (1971) , who used the IPWB with a 
probability sample of 6,928 adults from the general 
population. Berkman reported a mean score for his sample of 
3.77. Mean IPWB score for the caregivers in this sample was 
slightly higher (3.94) and for the patients slightly lower 
(3.56) . The distribution of IPWB scores for the Berkman 
sample and for the caregivers and patients in this sample 
are compared in Table XLIII. Inspection of the table shows 
some differences among the samples in the distribution of 
scores. Caregivers in the stroke sample had a greater 
percentage of respondents with scores indicative of low 
well-being and patients had fewer respondents scoring in 
this range than did Berkman's sample. 
Level of Optimism (LOT) 
As described in Chapter III, The Life Orientation 
~, or the LOT is an eight-item scale designed to measure 
dispositional optimism as a stable trait or chronic outcome 
expectancy. At this time, the only available norms on the 
--- ---------.- ------------- -_._-_._._----
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TABLE XLIII 
COMPARATIVE DISTRIBUTION OF SCORES ON THE INDEX OF 
PSYCHOLOGICAL WELL-BEING FOR A COMMUNITY 
SAMPLE AND THE STROKE STUDY SAMPLE 
Percentage of Sample 
Berkman (1971) 
6.9 
14.9 
22.5 
22.3 
20.5 
9.4 
Stroke Study 
(Time 1) 
Caregivers Patients 
6.4 0.0 
21.3 32.0 
14.9 12.0 
14.9 36.0 
21.3 12.0 
14.9 4.0 
7 ** 3.5 6.4 4.0 
Total 100.0 100.0 100.0 
M 3.77 3.94 3.56 
Mode 3.00 4.00 
Mdn 4.00 3.67 
* High well-being. 
** Low well-being. 
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LOT are those reported by Scheier and Carver (1983). Their 
studies of the instrument to date have used samples of 
undergraduate men and women. Scheier and Carver obtained 
mean LOT scores of 21.41 (5. D. = 5.22) for female 
undergraduates and 21.03 s. D. = 4.56) for male 
undergraduates. 
At Time 1, caregivers in this sample had a mean score 
on the LOT of 23.02 (5. D. = 4.55), a median score of 22.94, 
and a range of 12 to 32. Patients had a mean score of 20.72 
(5. D. = 5.10), with a median of 20.88 and a range of 13 to 
30. Thus, this sample of older, primarily female 
caregivers scored somewhat higher and the older, primarily 
male stroke patients scored slightly lower on the LOT than 
their gender counterparts in Scheier and Carver's 
undergraduate samples. 
Distribution of scores on the LOT was also examined 
for the sample. Twenty percent of the caregivers scored 
more than one S. D. above the mean on the LOT, while 17% 
scored more than one S. D. below the mean. Twenty percent 
of the patients also scored more than one S. D. above the 
mean and an equal proportion scored more than one S. D. 
below the mean on the LOT. 
Stroke-Related Measures 
Barthel Index. The Barthel Index, previously 
described in Chapter III, served as a measure of reported 
independence in accomplishing basic activities of daily 
~ --~- ~--~---~--~- -~-----------
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living, and only indirectly as a surrogate measure of the 
severity of the residual physical impairments resulting from 
the stroke. This is, of course, because patients may 
perform self-care functions more or less independently than 
would be predicted by their level of physical disability. 
Caregivers and respondent patients independently rated the 
patient on this measure. A maximum score of 100 on the 
Barthel indicates independence in performing all of the 
specified activities of daily living. 
Partners' mean rating of the patients on the Barthel 
at Time 1 was 81.81 (S. D. = 18.81), median of 86.0, range = 
45 to 100. Approximately one-third of the patients were 
rated 75 or below on the Index, and one-third were given 
maximum scores of 100 by the partners. The group of less 
impaired, respondent patients had a mean score of 92.5 (S. 
D. = 10.11) on the Barthel with a median of 97.5, range = 60 
to 100. Half of the patients gave themselves a maximum 
score of 100, while only one scored 75 or below. 
These results were compared to Barthel Index scores 
for patients in the Oregon and in the Three-State Community 
Hospital Stroke Program Surveys (Becker et al., in press). 
Patients in the Oregon CHSP survey, had a mean Barthel score 
of 65.3 (median = 75.0) at the time of hospital discharge. 
For the three-state CHSP group, mean Barthel score at time 
of discha~ge was 61.8 (median = 65.0). The patients in 
these surveys were older (see Chapter III) than the present 
--------- ----- ----_.- ----
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sample of patients, however, and some had suffered more than 
one stroke. In a study reported by Granger, Greer, Liset, 
Coulombe, and O'Brien (1975), stroke patients who were 
discharged home from an acute care hospital had a median 
Barthel score of 95, with 85% having a Barthel score greater 
than 60. For those who were initially transferred to a 
stroke rehabilitation unit and later discharged home, median 
Barthel score on discharge from the rehabilitation unit was 
96, with a range of 47 to 100. In conclusion, Barthel 
scores of this sample of patients, most of whom were living 
at home at the time of first interview, appear comparable to 
those of similar groups of patients who were discharged home 
either initially or after a period of rehabilitation. 
Adaptive and Social Functioning Scale (ASF). This 
nine-item scale was adopted for use from the Community 
Hospital Stroke Program studies (Becker et al., in press). 
It grossly measures some aspects of socializing, 
communication, and other living skills not tapped by the 
Barthel Index, which focuses on physical functioning. As 
with the Barthel, caregivers and respondent patients 
independently rated the patient on this scale. A minimum 
score of nine would indicate maximum independence in terms 
of the scale, while a maximum score of 32 would indicate 
inability to perform the scale functions since the stroke. 
Caregivers gave the patients a mean rating of 13.00 
(5. D. = 6.05), and a median score of 10.63 on the ASF. 
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Range of scores was 9-29. Eight patients received a minimum 
score of 9. Patients' mean score on this maasura ~as 11.58 
(S. D. = 3.56), median = 11.33, range = 9-19. 
Overall Stroke Severity. In addition 
relatively objective measures of ADL functioning 
to the 
described 
above, patients and caregivers rated the overall severity of 
the stroke in terms of the amount of assistance required by 
the patient on a five-point scale with one 
problem and five indicating a very 
indicating no 
severe problem. 
Distribution of responses to this question were presented in 
Tables XVI and XVII, Chapter IV. At Time 1, Caregivers had 
a mean of 3.32 (S. D = 1.04) on this measure, with a median 
score of 3.29. Patients had a mean of 2.69 (S. D. = 1.05), 
with a median score of 2.63. Range of responses for both 
partners and patients was 1-5. 
In conclusion, this group of patients overall, as 
judged by the caregivers' responses to the Barthel Index, 
the Adaptive and Social Functioning Scale (ASF), and an 
overall severity rating scale, were less impaired and more 
functional than general community samples of stroke 
patients. They were comparable in level of ADL functioning 
to samples of stroke patients who eventually returned home 
(Granger et a1., 1975). 
Health Status 
Objective Health Rating. Objective health rating was 
based on a four-item index which summed the reported number 
of pre-stroke disabilities, chronic health 
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problems, 
physician visits within the past six months, and number of 
medications. Caregivers had a mean score of 5.0 on this 
index at Time 1 (So D. = 4.51), and a median score of 3.38. 
Scores ranged from 0 to 16. Nine caregivers (18%) had 
scores more than one S. D. above the mean, while.six (12%) 
had scores more than one S. D. below the mean. 
Patients (N = 50) had a mean pre-stroke health 
of 7.60 (So D. = 6.69), with a median score of 5.7 
range of 0-38. Modal score for the patients was 11. 
rating 
and a 
Five 
(10%) had scores more than one S. D. above the mean, while 
only one had an index score more than one S. D, below the 
mean. 
Subjective Health Rating. A single item, overall 
rating of health on a five-point scale from 1 = excellent to 
5 = poor was used as the measure of subjective health. 
Other aspects of subjective health, such as perceived 
changes in health status and future expectations for health 
status were reported in Chapter IV. The point of reference 
for Time 1 was pre-stroke health status. 
Caregivers' self-reported health rating at Time 1 had 
a mean of 2.76 (S. D. = 1.21), with a median of 2.78. 
Patients had an overall health rating of 2.94 (5. D. = 
1.13), with a median of 2.85. Distribution of scores on 
this item was described in Chapter IV. 
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CORRELATES OF DEPRESSION AND WELL··BEING AT TIME 1 
Correlates of Depression 
Variables related to depression scores are 
in Table XLIV for the caregivers and in Table XLV 
presented 
for the 
patients. These variables will be discussed separately in 
terms of demographic variables; health-related variables; 
stroke-related factors; social activity, social network and 
social support factors; and marital relationship factors. 
Demographic Factors. For the caregivers, age, income, 
residence variables, and pre-stroke employment status were 
not associated strongly with depression. Level of education 
was negatively correlated with depression score. Higher 
levels of education were associated with lower depressive 
symptom scores. No demographic variables were 
strongly correlated with depression for the respondent 
patients. 
Other Individual Characteristics. Level of optimism 
was strongly and negatively related to depression score for 
the caregivers, and less strongly associated with depression 
for the patients, also in the expected direction. 
Interestingly, patients' level of optimism at Time 1 was 
correlated with caregivers' depression scores in the 
expected direction: higher levels of patient optimism were 
associated with lower caregiver depression scores. It is 
not an unexpected finding that these two variables would be 
strongly associated, with higher scores on the optimism 
- --------------
TABLE XLIV 
CORRELATIONS WITH CES-D FOR CAREGIVERS, TIME 1 
LEVEL OF OPTIMISM 
SUBJECTIVE HEALTH RATING 
CONCERN ABOUT SV FUTURE CARE 
BARTHEL INDEX SCORE (ADL'S) 
COULD HAVE DONE SOMETHING TO 
PREVENT STROKE 
AMOUNT OF LONG-TERM ILLNESS SUPPORT 
PROPORTION OF NW PROVIDING LONG-
TERM ILLNESS SUPPORT 
TOTAL # OF VOLUNTEER ORGANIZATIONS 
LEVEL OF EDUCATION 
ACKNOWLEDGED MENTAL HEALTH PROBLEM 
NUMBER OF INFORMATION SUPPORT EXCHANGES 
STROKE SEVERITY RATING 
PROPORTION OF NW SHARING HOBBIES AND 
-.5369 *** 
-.4448 *** 
.4324 ** 
-.4146 ** 
.4057 ** 
-.3880 ** 
-.3646 ** 
-.3533 ** 
-.3346 * 
.3196 * 
-.3126 * 
.3065 11 
INTERESTS -.2830 * 
OBJECTIVE HEALTH RATING .2728 11 
NUMBER OF NETWORK MEMBERS SHARING 
HOBBIES AND INTERESTS -.2616 * 
SITE OF LESION .2556 * 
PROPORTION OF RECIPROCAL CONFIDING REL. -.2464 * 
PATIENT PERCEIVED LESS HELP THAN EXPECTED .5226 ** 
PATIENT'S LEVEL OF OPTIMISM -.4142 * 
* = p < .05 
** = p < .01 
*** = p < .001 
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TABLE XLV 
CORRELATIONS WITH CES-D FOR PATIENTS, TIME 1 
(N = 26) 
Patient Variables 
FREQUENCY OF PRE-STROKE MARITAL 
DISAGREEMENT 
LEVEL OF OPTIMISM 
OBJECTIVE HEALTH 
COULD HAVE DONE SOMETHING TO 
PREVENT THE STROKE 
EXPECTATIONS OF FUTURE HEALTH 
CONCERN ABOUT FUTURE CARE 
Caregiver Variables 
PARTNER LIKELY TO SHARE CONCERNS 
PARTNER'S RATING OF MARITAL DISAGREEMENT 
FREQUENCY 
* = p < .05 
** = p < .01 
.4786 ** 
-.4142 * 
.3884 * 
.3774 * 
.3677 * 
.3590 * 
.3539 * 
.4072 * 
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scale correlating significantly with lower depression 
scores. Degree of religiosity was not strongly related to 
depression scores for either patient or caregiver. 
Health. Health status is frequently found to be 
related to levels of depression, especially in older persons 
(Williams, 1985). For this stroke study sample, both 
objective and subjective health ratings were associated with 
depression score. For the caregivers, subjective health 
rating was highly negatively correlated with depression (~ = 
-.44, p < .001). Objective health rating also correlated 
significantly and in the expected direction with depression. 
That is, higher scores on this index were associated with 
higher depression scores. Also as expected, acknowledgement 
of a pre-stroke mental health problem was associated with 
higher depression score. 
For the patients, objective health rating as well as 
expectations for future health were positively associated 
with depression. 
Stroke-Related Variables. Several stroke-related 
variables were associated with caregiver depression scores. 
Higher depression scores were related to greater concern 
about being able to care for the patient in the future, 
feeling that one could have done something to prevent the 
stroke, lower level of patient ADL functioning, higher 
stroke severity rating, and the patient having sustained 
other than a left hemisphere stroke. Higher caregiver 
- --------- -- --- -------- ----------- ---- - - -
245 
depression levels were also associated with the patient 
perceiving that network members had been less helpful than 
expected during the stroke hospitalization and early 
recovery period. For the patients, feeling that one could 
have done something to prevent the stroke and greater 
concern regarding the caregiver's ability to provide care in 
the future were both associated with higher depression 
scores. 
Social Activity and Social Support. Levels of 
depression were negatively associated for the caregivers 
with greater reported volunteer activity and with both the 
number and proportion of network members with whom they 
shared hobbies and interests. No pre-stroke structural 
network variables such as size of the network, 
interconnectedness, or frequency of contact were strongly 
associated with depression in this sample of caregivers. A 
number of social support variables were related to 
depression scores, however. Lower levels of depression were 
associated with a greater amount of pre-stroke perceived 
long-term illness support, a higher proportion of the 
network providing long-term illness support, a greater 
number of information support exchanges, and a higher 
proportion of reciprocal confiding relationships. Thus the 
amount and quality of social support were more highly 
associated with depression scores than were structural 
network variables for this sample of caregivers. No pre-
- .... _----_._----------- -_._ •... _ ... _ .. 
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stroke social network or support measures were significantly 
correlated with stroke victim depression at Time 1. 
Marital Support. Marital support appeared to be more 
important for the patients than the caregivers in terms of 
depression levels. Higher levels of pre-stroke marital 
disagreement, both as perceived by the patient and the 
caregiver, were associated with higher levels of patient 
depression. Patients reporting a higher liklihood that 
their partners would share concerns and problems with them 
before the stroke also were more likely to report higher 
depression scores. 
Correlates of Positive Well-Being 
Table XLVI presents the correlations found with 
positive well-being at Time 1 for both caregivers and 
patients. No health-related factors, and few demographic 
and stroke-related factors were found to be associated with 
respondents' feelings of positive well-being. Rather, the 
important variables appeared to be aspects of overall 
support and marital support. These findings are discussed 
below. 
Demographic and Other Individual Characteristic 
Factors. As 
relationships 
was true for depression, few strong 
were found between demographic variables and 
positive well-being. For the caregivers, level of education 
was positively associated with positive well-being, as was 
age for the patients. Level of optimism, as would be 
TABLE XLVI 
CORRELATIONS WITH POSITIVE WELL-BEING FOR CAREGIVERS 
AND PATIENTS, TIME 1 
Correlations with Caregiver Variables 
NUMBER OF TASK SUPPORT EXCHANGES .3973 ** 
LEVEL OF SOCIAL ACTIVITY .3655 ** 
FREQUENCY OF PRE-STROKE OTHER CONTACTS .3417 ** 
AMOUNT OF SHARED MARITAL ACTIVITY .3356 * 
FREQUENCY OF FACE-TO-FACE CONTACTS, 
IMMEDIATE POST-STROKE PERIOD .3286 * 
LEVEL OF OPTIMISM .3118 * 
FREQUENCY OF OTHER CONTACTS, 
IMMEDIATE POST-STROKE PERIOD .2920 * 
FREQ. OF PRE-STROKE FACE-TO-FACE CONTACTS .2867 * 
OVERALL MARITAL QUALITY .2755 * 
NUMBER OF INFORMATIONAL SUPPORT EXCHANGES .2621 * 
LEVEL OF EDUCATION .2467 * 
PATIENT'S RATING OF BARTHEL INDEX (ADL'S) -.3705 * 
PATIENT'S PRE-STROKE SOCIAL ACTIVITY LEVEL .2476 * 
Correlations with Patient Variables (N = 26) 
NUMBER OF NW MEMBERS WHO HELPED LESS THAN 
EXPECTED -.4359 * 
AGE .4226 * 
PRE-STROKE LEVEL OF SOCIAL ACTIVITY -.3958 * 
FREQUENCY OF JOINT MARITAL ACTIVITY -.3498 * 
* = p < .05 
* * = p < .01 
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expected, was positively associated with positive well-being 
for the caregivers. 
Stroke-Related Factors. Only one stroke-related 
variable was found to be strongly associated with positi~e 
well-being. Patients' ratings of their ADL's were 
correlated with their partners' levels of positive well-
being, with higher levels of ADL functioning reported by the 
patients being associated with lower PSWB scores for the 
caregivers. This unexpected relationship between high 
patient ratings and low caregiver positive well-being may 
reflect incongruence between patients' assessments of their 
level of functioning in providing self-care and their 
partners' assessments of their abilities. 
Social Networks and Social Support. Level of pre-
stroke social activity as well as the frequency of social 
network contacts both before the stroke and during the 
immediate post-stroke period were correlated significantly 
with feelings of positive well-being for the caregivers. 
Specific types of social support exchanges were also related 
to PSWB scores in the expected direction. Higher levels of 
task support exchanges and informationsal support exchanges 
in the pre-stroke network were related to higher positive 
well-being scores. For the patients, some negative aspects 
of social network support were seen. Patients who reported 
network members helping less than they expected during the 
time of early adjustment to the stroke had lower levels of 
---------- --_._------
positive well-being. 
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Also, pre-stroke level of social 
activity was correlated negatively with positive well-being. 
suggesting that those who had been more active socially 
before the stroke were perhaps feeling more distress in the 
early post-stroke period. 
Marital Support. Not unexpectedly, marital support 
was found to be an important correlate of positive well-
being for both caregivers and patients. The strongest 
relationship to PSWB score for the caregivers was level of 
shared marital activity. Overall rating of marital quality 
also correlated significantly with positive well-being in 
the expected direction. For patients, greater frequency of 
joint marital activity before the stroke was associated with 
lower levels of positive well-being during the immediate 
post-stroke period. 
Correlates of Negative Well-Being 
A number of health, stroke-related, and social network 
and support factors were found to have a significant 
relationship with feelings of negative well-being. Several 
of these variables had similar degrees of association with 
depression levels. Tables XLVII and XLVIII present the 
correlations with negative well-being for caregivers and 
patients. 
Demographic and Other Individual Characteristics. 
Higher levels of education were correlated with lower scores 
on the negative well-being scale for the partners. 
TABLE XLVII 
CORRELATIONS WITH NEGATIVE WELL-BEING FOR CAREGIVERS, 
TIME :!. 
TOTAL # OF VOLUNTEER ORGANIZATIONS 
LEVEL OF OPTIMISM 
SITE OF STROKE LESION 
SATISFACTION WITH QUALITY OF NETWORK 
CONTACT 
PRESENCE OF MENTAL HEALTH PROBLEMS 
SUBJECTIVE HEALTH RATING 
PROPORTION OF NW PROVIDING LONG-TERM 
ILLNESS SUPPORT 
SATISFACTION WITH AMOUNT OF NETWORK 
CONTACT 
RATING OF MARITAL HAPPINESS 
LEVEL OF EDUCATION 
FREQUENCY OF DOCTOR VISITS, PRE-STROKE 
PROPORTION OF RELATIVES IN PRE-STROKE 
NETWORK 
AMOUNT OF LONG-TERM ILLNESS SUPPORT 
* = p < .05 
** = P < .01 
*** = p < .001 
-.4334 *** 
-.4143 ** 
.4054 ** 
-.3855 ** 
.3784 ** 
-.3752 ** 
-.3431 ** 
-.3329 * 
-.3245 * 
-.3215 * 
.3126 * 
-.2495 * 
-.2463 * 
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TABLE XLVIII 
CORRELATIONS WITH NEGATIVE wELL-BEING FOR PATIENTS, 
TIME 1 (N = 26) 
CONCERN REGARDING FUTURE CARE .5329 ** 
OBJECTIVE HEALTH RATING .4742 ** 
PROPORTION OF FRIENDS IN PRE-STROKE NW .4266 * 
OVERALL MARITAL QUALITY RATING -.4157 * 
PRE-STROKE WORK STATUS .4136 * 
CONCERN REGARDING ANOTHER STROKE .3959 * 
LEVEL OF OPTIMISM -.3666 * 
FREQUENCY OF PRE-STROKE DISAGREEMENT RE: 
FINANCES .3506 * 
LIKELIHOOD OF CONFIDING IN PARTNER -.3464 * 
LIKELIHOOD OF PARTNER CONFIDING IN PATIENT -.3369 * 
PARTNER'S RATING OF MARITAL DISAGREEMENT 
FREQUENCY .3652 * 
* = p < .05 
* * = p < .01 
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Patients' pre-stroke work status was moderately related to 
negative well-being. 
before the stroke 
Having been employed full or part-time 
was associated with lower levels of 
negative well-being for patients. Level of optimism was 
strongly negatively correlated with NGWB score for the 
caregivers, as might be expected, and slightly less strongly 
for the patients. 
Health. Health factors showed strong relationships 
with negative well-being, as they had with depression 
scores. Caregivers' pre-stroke subjective health ratings 
correlated negatively with NGWB scores (p < .01), while a 
higher number of pre-stroke physician visits correlated 
positively with negative well-being. The presence of mental 
health problems before the stroke also was strongly and 
positively related to negative well-being (p < .01) . 
Patients' responses demonstrated a strong positive 
correlation between pre-stroke objective health rating and 
negative well-being (p < .01). A greater number of 
disabilities, chronic health problems, physician visits, and 
medications before the stroke was associated with higher 
negative well-being scores. Thus, the strong relationship 
between health status and well-being described in the 
literature is confirmed in this study. 
Stroke-Related Factors. Being more concerned about 
future stroke-related care and about the possibility of 
another stroke appeared to have negative effects on the 
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patients' feelings of well-being. For the caregivers, if the 
site of the stroke lesion was other than in the left 
hemisphere, negative well-being scores were likely to be 
higher. One might speculate that even early in the recovery 
process, caregivers were aware of personality and behavioral 
changes in the patients with right hemisphere lesions. 
Social Networks and Social Support. Again, strong 
associations were found between several aspects of social 
activity and social contact and well-being. For the 
partners, reporting greater amounts of time given to 
volunteer organizations was strongly associated with lower 
feelings of negative well-being (~= -.43, p < .001), as was 
satisfaction with the quality (p < .01) and amount (p < .05) 
of social contact. Social support was also an important 
correlate of well-being. Caregivers who reported a greater 
amount of long-term illness support, a higher proportion of 
the network providing this type of tangible support, and a 
greater proportion of relatives in the pre-stroke network 
were more likely to have lower negative well-being scores. 
Perhaps all of these variables reflect network density. 
which appears to be important during an illness crisis such 
as a stroke. The literature confirms that it is primarily 
relatives who provide long-term illness support (Fischer, 
1982; Litwak & Szelenyi, 1969). With the patients, we 
again see the pattern of greater apparent social integration 
before the stroke being associated with lower levels of 
-------------.. -- ._-
well-being in the early post-stroke period. 
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Patients who 
raportad a ~reater proportion of friends in the pre-stroke 
network had higher negative well-being scores at Time 1 (~= 
.43, p < .05). 
Marital Support. Marital support and the perceived 
quality of the relationship were strongly associated with 
negative well-being, in the expected direction. Caregivers 
who reported higher ratings of overall marital happiness 
were more likely to have lower NGWB scores (~= -.32, p < 
.05). For the patients, higher overall marital quality 
rating was associated with lower NGWB score (~ = -.42, p < 
.05). The perceived likelihood of mutual confiding was 
associated with less negative well-being for the patients as 
well. Finally, partners' perceptions of greater frequency 
of pre-stroke disagreement within the relationship and 
patients' reporting greater disagreement over finances 
before the stroke were both associated with higher negative 
well-being for the patient. 
Interrelationships Among Outcome Variables at Time 1 
The interrelationships between depression and various 
aspects of well-being, as well as the association between 
level of optimism and the major outcome variables were 
explored. Although level of optimism is viewed by some 
researchers as a stable coping trait (Scheier & Carver, 
1983), and considered as such in the model of adjustment to 
a stroke presented in Chapter II, it seemed important to 
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test this empirically in the context of a disabling illness. 
In addition, correlations between care~iver well-being and 
patient 
whether 
well-being were examined in order to determine 
the partner's mood state and feeling of well-being 
would be seen to influence those factors in the other member 
of the dyad. Table XLIX summarizes the intercorrelations 
for the outcome measures at Time 1. 
As expected, depression scores were strongly related 
to negative well-being and to balance well-being, the IPWB 
index score, for both patients and caregivers. Positive 
well-being, on the other hand, was not strongly related to 
depression score, confirming that it is a relatively 
independent construct. 
The three well-being measures were intercorrelated as 
predicted. Both positive and negative well-being were 
strongly correlated with balance well-being, as the index 
score is composed of both positive and negative scores. No 
significant relationship was found between positive and 
negative well-being scores, indicating that when measured at 
one point in time they are tapping into different aspects of 
well-being. 
Level of optimism was significantly related to 
positive well-being score at Time 1 for the caregivers but 
not for the patients. It was strongly related to depression 
and to negative well being in the expected direction. 
Finally, no significant relationships were found between 
------- - -- -- -- ---
VARIABLE CES-D 
CES-D 1.00 
POSITIVE 
WELL-BEING -.1727 
NEGATIVE 
WELL-BEING .5821*** 
BALANCE 
WELL-BEING .4120** 
LOT SCORE -.5369*** 
PATIENTS' 
CES-D .0967 
PATIENTS' 
POSITIVE W8 .0884 
PATIENTS' 
NEGATIVE W8 .1079 
PATIENTS' 
BALANCE WB .0074 
PATIENTS' 
LOT SCORE -.2888 
* P ~ .05 
** P .01 
*** p < .001 
TABLE XLIX 
INTERCORRELATIONS AMONG OUTCOME VARIABLES AT TIME 1 
PATIENTS' 
POSITIVE NEGATIVE BALANCE PATIENTS' POSITIVE 
WB W WB LOT CES-D WB 
1.00 
-.2694* 1.00 
-.7477*** .7659*** 1.00 
.3118* -.4143** -.3853** 1.00 
-.1211 .1524 .2043 .0232 1.00 
.1836 .1496 -.0276 -.0288 -.2285 1.00 
.0823 .1711 -.0254 -.1464 .5327** .1414 
-.1142 .1662 .1132 -.1017 .6421*** -.5427** 
-.1083 -.1106 .0171 .3837* -.4142* .1412 
PATIENTS' 
NEGATIVE 
WB 
1.00 
.6788*** 
-.3666* 
PATIENTS' PATIENTS' 
BALANCE LOT 
WB SCORE 
1.00 
-.3602* 1.00 
N 
V1 
a-
patient and caregiver outcome measures, although 
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the 
relationship between caregiver and patient positive well-
being approached significance (~= .31, p = .075). 
Effects of Confounding Variables. 
Gender. Because a small number of partners were male 
(9) and a small number of patients were female, the effect 
of gender was of concern. Esp~cially with regard to social 
network relationships and social support, researchers have 
reported gender differences (Fischer, 1982, Stueve & Fisher, 
1978, Depner & Ingersoll-Dayton, 1985). Numerous bivariate 
correlations revealed no significant relationships between 
any of the outcome measures and the gender variable. 
Because the number of male caregivers and female patients 
were too small to carry out meaningful intergroup 
comparisons, the regression analyses described in the next 
section of the chapter were run both including and excluding 
the male caregivers. The effects of excluding the male 
caregivers from the regression analyses will be discussed in 
the section describing regression analysis results. 
Other Stressful Life Events. Fifty percent of the 
caregivers reported at least one major negative life event 
in the year before the stroke, and 25% reported at least one 
positive life event during that period. Forty percent of 
the patients had experienced at least one negative life 
event, and 10% had experienced one major positive life 
event. Neither positive nor negative life events were 
._--------- --- -------_._---._- - -- .---
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associated significantly with any of the Time 1 outcome 
measures, however. It may be that the occurrence of a major 
health crisis such as a stroke diminishes the possible 
effects of other life events. 
20cial Desirability. In survey research, especially 
with an elderly cohort and in face-to-face interviews, one 
must be concerned about the possibility of subjects giving 
what they perceive as socially desirable responses. 
Furthermore, many of the sensitive questions in this 
research protocol might be viewed as having a high 
probability of eliciting socially desirable responses. For 
this reason, a six-item Social Desirability Scale adopted 
from that of Crowne and Marlowe (1960) was included in the 
interview protocol as a checklist item which subjects 
completed on their own. Subjects responded to each 
statement as to whether it was true or false in describing 
them. A maximum score of 6 on the scale would indicate a 
high level of socially desirable responding. Investigation 
of the internal consistency of the scale with this sample 
yielded unacceptably low alpha levels. Caregivers had a 
mean score of 3.23 on the scale at Time 1, with an S. D. of 
1.54. At Time 2, the mean score was 3.33, S. D. = 1.73. 
Patients had a mean score of 3.00 (S. D. = 1.51) at Time 1 
and 3.26 (S. 
associations of 
D. = 
the 
1.32) at Time 2. 
Social Desirability 
Correlational 
Scale with the 
outcome measures were minimal. Because of problems with its 
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internal consistency and its generally weak relationships to 
the outcome measures, th2 Social Desirability scale was not 
included in further analyses. 
REGRESSION ANALYSES: TIME 1 
Combined Effect of Selected Factors on Depression 
Hierarchical regression analyses, both with and 
without male caregivers included, were carried out, 
regressing depression score on selected caregiver variables. 
Variables selected for inclusion in the regression equation 
were chosen on the basis of their potential importance to 
the model presented in Chapter II as well as the strength 
of their relationship to depression score. A further 
consideration was to enter those variables with possible 
confounding effects in interpreting the contributions of 
social network and social support variables into the 
regression equation first, thus controlling for the effects 
of these variables. For example, subjective health rating 
and Barthel Index score were entered into the equation 
before the social support variables. Hierarchical, rather 
than step-wise regression was selected because the direction 
of causality was assumed to be in the direction of health, 
stroke severity, and pre-stroke social support influencing 
depression score during the early post-stroke period. 
Prior to conducting the regression analyses, 
intercorrelations among the independent variables were 
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examined to check for the presence of significant 
co-linearity. Variables selected for inclusion in the 
regression equation with depression score were subjective 
health rating, Barthel Index score, concern regarding future 
care, proportion of the network providing instrumental 
support before the stroke, and the proportion of reciprocal 
confiding relationships. These variables were only weakly 
or modestly correlated with each other. The strongest 
correlation was between subjective health rating and concern 
regarding future care of the patient (~ = -.33) . Variables 
were entered into the regression equation in the order 
specified above. 
Hierarchical Regression Results: All Caregivers. 
Table L presents the results of the hierarchical regression 
analysis when all caregivers were included. The independent 
variables together resulted in a regression equation with R 
= .69, accounting for slightly less than half of the 
2 
variance in depression score q~. = .47) • Pre-stroke 
subjective health rating accounted for almost half of the 
2 
explained variance with an R. Change of .21. Barthel score 
accounted for an additional 13.9% of the variance. Concern 
regarding future ability to care for the patient explained 
5.7% of the variance in depression score, while the two 
social support measures explained an additional 6.7% of the 
variance. Pre-stroke instrumental support accounted for 
3.2% and the proportion of reciprocal confiding 
- -- -------------------
Table L 
HIERARCHICAL REGRESSION FOR CES-D, TIME 1: 
ALL CAREGIVERS INCLUDED 
Dependent Variable CES-D 
Multiple R R2 R2 Change 
Subjective Health Rating .455 .207 .207 
Barthel Index Score .588 .346 .139 
Concern regarding future care .635 .403 .057 
Pt'oportion Instrumental 
Task Assistance .659 .435 .032 
Proportion Reciprocal Confiding .685 .470 .035 
Simple R 
-.455 
-.426 
.432 
-.314 
-.211 
Beta 
-0.265 
-0.397 
0.202 
-0.165 
-0.194 
N 
'" ...... 
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relationships for 3.5% of the variance in depression score. 
In su~"ary, for this group of caregivers, their 
subjective assessment of their own health prior to the 
stroke together with their assessment of the patient's level 
of functional independence in activities of daily living 
were the most important factors in accounting for depression 
score levels. Concern about ability to care for the patient 
in the future and social support elements of the pre-stroke 
network contributed about equally to explaining the level of 
depressive symptomatology. A more positive assessment of 
one's health together with a more positive assessment of the 
patient's abilities to manage his self-care would work 
together to decrease the concern about ability to care for 
the patient in the future. Caregivers' expectations that 
instrumental support and confiding support would be 
available in the future because they were present in the 
pre-stroke network might further reduce the likelihood of 
depression in the early weeks of coping with the occurrence 
of a stroke. 
Hierarchical Regression Results: Female Caregivers. 
When male caregivers were excluded from the regression 
analysis, an equation with & = .74 resulted, with 54.9% of 
the variance in depression scores explained. For the female 
caregivers, subjective health accounted for 21.6% of the 
variance in depression, Barthel Score accounted for 14.7%, 
concern about being able to care for the patient in the 
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future explained 7.9%, and social support factors 10.6%. 
These data are summarized in Table LI. Social support 
factors accounted for most of the increased variance 
explained when only female caregivers were considered. This 
result is consistent with the literature on the relatively 
greater importance placed upon the wider network by older 
women as compared to older men, who tend to depend more on 
their spouses for support. 
Combined Effect of Selected Factors on Positive Well-Being 
The same procedures as those described for depression 
were used for establishing the variables to be included in 
hierarchical regression analyses in which positive well-
being was the dependent variable. The variables selected for 
inclusion and their order of entry into the regression 
equation were as follows: The patient's Barthel Index 
score, level of pre-stroke social activity, reported quality 
of the marital relationship, level of pre-stroke shared 
marital activity, and the total number of task exchanges in 
the pre-stroke network. Inspection of the intercorrelations 
between these variables revealed that some were moderately 
correlated. The strongest correlation was between 
instrumental task exchanges and level of social activity (~ 
= .58). Correlation between level of shared marital 
activity and rating of marital quality was ~ = .46. 
Hierarchical Regression Results: All Caregivers. 
Together the variables resulted in a regression equation 
Table LI 
HIERARCHICAL REGRESSION FOR CES-D, TIME 1: 
FEMALE CAREGIVERS ONLY 
Dependent Variable CES-D 
Multiple R R2 R2 Change 
Subjective Health Rating .464 .216 .216 
Barthel Index Score .602 .362 .147 
Concern regarding future care .664 .442 .079 
Proportion Instrumental 
Task Assistance .704 .496 .055 
Proportion Reciprocal Confiding .741 .549 .052 
Simple R 
-.464 
-.440 
.518 
-.370 
-.302 
Beta 
-0.247 
-0.397 
0.216 
-0.199 
-0.246 
N 
0\ 
"'" 
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with & = .61, accounting for 36.8% of the variance. Data 
are presented in Table tIl. Patients' functional ADL 
abilities score explained almost none of the variance in 
caregiver positive well-being. Level of pre-stroke 
activity accounted for 15.7% of the variability 
score, and was the strongest early predictor of 
well-being. Rating of overall quality of the 
social 
in PSWB 
partner 
marital 
relationship accounted for less of the variance in positive 
well-being (2.1%) than did the amount of shared marital 
activity before the stroke (9.8%) or the number of pre-
stroke network task exchanges (9.3%). Overall, the measures 
of the partner relationship and of social activity and 
support explained almost 40% of the variance in well-being 
level. These results appear to confirm that a sense of 
well-being is strongly related to level of social 
integration and social support. 
Hierarchical Regression Results: Female Caregivers. 
Exclusion of male caregivers from the regression analysis 
resulted in a regression equation with slightly less 
predictive power, & = .60, accounting for 35.6% of the 
variance in positive well-being. These data are summarized 
in Table LIII. Compared to regression results when male 
caregivers were included, level of pre-stroke social 
activity becomes slightly less important and level of shared 
marital activity as well as the amount of pre-stroke task 
support become slightly more important. 
TABLE LII 
HIERARCHICAL REGRESSION FOR POSITIVE WEI~-BEING, 
TIME 1: ALL CAREGIVERS 
Dependent Variable Positive 
Well-Being 
MULTIPLE R R2 R2 CHANGE 
Barthel Index .001 .000 .000 
Level of Social Activity .397 .157 .157 
(Pre-Stroke) 
Rating of Marital Quality .422 .178 .021 
(Pre-Stroke) 
Level of Shared Marital Activity 
(Pre-Stroke) .525 .276 .098 
Number of NW Task Exchanges .607 .368 .093 
(Pre-Stroke) 
SIMPLE R 
-.001 
.393 
.276 
.405 
.430 
BETA 
-0.115 
0.049 
0.127 
0.353 
0.349 
N 
0\ 
0\ 
TABLE LIlI 
HIERARCHICAL REGRESSION FOR POSITIVE WELL-BEING, TIME 1: 
FEMALE CAREGIVERS ONLY 
Dependent Variable Positive 
Well-Being 
MULTIPLE R R2 R2 CHANGE SIMPLE R 
Barthel Index .017 .000 .000 -.017 
Level of Social Activity .322 .104 .103 .320 
(Pre-Stroke) 
Rating of Marital Quality .359 .129 .025 .244 
(Pre-Stroke) 
Level of Shared Marital Activity 
(Pre-Stroke) .502 .252 .123 .440 
Number of NW Task Exchanges .597 .356 .105 .463 
(Pre-Stroke) 
BETA 
0.131 
0.004 
0.137 
0.354 
0.375 
N 
0\ 
-...j 
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Combined Effect of Selected Factors on Negative Well-Being 
Variables selected to be included in the regression 
equation with negative well-being were: subjective health 
rating, self-reported marital happiness, satisfaction with 
the quality of social network contacts, and the proportion 
of network members providing instrumental support help. All 
of these variables referred to the situation before the 
stroke. In addition, site of the stroke lesion was entered 
into the regression as a dummy variable at the second step. 
None of these variables correlated very substantially with 
each other, with the exception of the dummy variables for 
left and right hemisphere lesion site. These correlated 
very highly with each other, in a negative direction (~ = 
-.82). Consequently, the dummy variable for right 
hemisphere site of lesion was not entered into the 
regression equation. The strongest other correlation was 
between subjective health rating and instrumental support, ~ 
= .351. 
Hierarchical Regression: All Caregivers. The combined 
variables resulted in a regression equation with ~ = .68, 
accounting for 45.6% of the variance in negative well-being. 
Table LIV presents the summary data for this regression 
equation. Subjective health explained 17.3% of the variance 
in negative well-being, with the existence of a left 
hemisphere lesion explaining almost as much, 15.8%. The 
relationship of left hemisphere site of lesion to negative 
TABLE LIV 
HIERARCHICAL REGRESSION FOR NEGATIVE WELL-BEING, 
TIME 1: ALL CAREGIVERS INCLUDED 
Dependent Variable Negative 
Well-Being 
MULTIPLE R R2 R2 CHANGE 
Subjective Health Rating .417 .173 .173 
(Pre-Stroke) 
Left Hemisphere Lesion (Dl) .576 .331 .158 
Other than Right or Left .576 .331 .000 
Hemisphere Lesion (D3) 
Rating of Marital Happiness .609 .370 .039 
(Pre-Stroke) 
Satisfaction with Quality of .675 .456 .086 
NW Contacts (Pre-Stroke) 
Instrumental Help-Proportion of .676 .456 .000 
NW (Pre-Stroke) 
SIMPLE R 
-.417 
-.523 
.212 
-.324 
-.391 
-.245 
BETA 
-0.222 
-0.333 
-0.073 
-0.236 
-0.317 
-0.020 
N 
Cf\ 
\0 
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well-being was a negative one, however. These results 
appear to suggast that the existence of a right hemisphere 
lesion correlates positively with negative well-being for 
the caregiver, since all types of strokes other than right 
or left hemisphere (total = 5) were included in dummy 
variable 3 (D3), which accounted for none of the variance in 
negative well-being. Subjective marital happiness explained 
an additional 3.9% of the variance, while satisfaction with 
the quality of network contacts explained 8.6%. The degree 
of instrumental task assistance within the network accounted 
for almost none of the variance in negative well-being. 
Hierarchical Regression: Female caregivers. The 
regression equation for only female caregivers resulted in 
an improvement in prediction of negative well-being, ~ = 
2 
.72, R = .51. A summary of these regression results is 
presented in Table LV. Satisfaction with quality of social 
network contact before the stroke accounted for most of the 
improvement in explaining the variance in negative well-
being for the female caregivers. It accounted for 14.1% of 
the variance compared to 8.6% when all caregivers were 
included. This again is consistent with the notion that 
network contacts may be more important to feelings of well-
being for older women compared to older men. 
TABLE LV 
HIERARCHICAL REGRESSION FOR NEGATIVE WELL-BEING, TIME 1: 
FEMALE CAREGIVERS ONLY 
Dependent Variable Negative 
Well-Being 
MULTIPLE R R2 R2 CHANGE SIMPLE R 
Subjective Health Rating .416 .173 .173 -.416 
(Pre-Stroke) 
Left Hemisphere Lesion (Dl) .579 .335 .162 -.534 
Other than Right or Left .579 .335 .000 .178 
Hemisphere Lesion (D3) 
Rating of Marital Happiness .608 .370 .034 -.291 
(Pre-Stroke) 
Satisfaction with Quality of .715 .511 .141 -.466 
NW Contacts (Pre-Stroke) 
BETA 
-0.253 
-0.258 
-0.022 
-0.274 
-0.411 
N 
...... 
..-
TIME 2 
Outcome Variables 
had a 
Median 
Depressive Symptoms: CES-D. At Time 2, 
mean score of 20.04 on the CES-D, S. D. 
score was 18.25 and range was 0-54. 
(45%) were above the cutoff score 
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Caregivers 
= 13.23. 
Twenty-one 
of 23. caregivers 
Patients had a mean score of 20.22, S. D. = 15.20, with a 
median score of 16.25, range = 3-68. Twenty-three percent 
scored above the cutoff of 23. Caregivers' depression 
scores decreased overall, while patients' CES-D scores 
increased. Distribution in CES-D change scores over time 
will be considered in Chapter VII. 
IPWB. Positive well-being scores did not change for 
the caregivers as a group. Mean PSWB score at Time 2 was 
4.79, S. D. = 2.78. Negative well-being scores decreased 
slightly, the mean at Time 2 being 3.92, S. D. = 2.34. 
Overall IPWB score remained about the same; the mean at Time 
2 was 4.00, S. D. = 1.70. 
For the patients, the mean PSWB score was 3.71, S. D. 
= 1.99 and the mean NGWB score was 3.67, S. D. = 3.23. IPWB 
score had a mean value of 4.04, S. D. = 1.73. Thus, for the 
patients at Time 2 positive well-being score overall 
decreased, while negative well-being and IPWB balance scores 
i'lcreased. The distribution of the IPWB change scores will 
be examined in Chapter VII. 
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Level of Optimism 
Both the caregivers l and patients' scores on the LOT 
declined slightly at Time 2. The mean LOT score for the 
caregivers was 21.92, S. d. = 4.22. For the patients, the 
mean LOT score was 19.22, S. D. = 5.80. Distribution of 
change in LOT scores will be discussed in Chapter VII. 
Stroke-Related Measures 
Barthel Index. At Time 2, caregivers gave their 
partners a mean Barthel Index rating of 87.6, S. D.= 15.68. 
Patients had a mean Barthel rating of 95.46, S. D. = 6.89. 
Caregivers saw improvement overall in the ADL functioning 
of their spouses over time, and the less communicatively 
impaired patients saw themselves as improved in functional 
independence with time. Forty percent of the patients 
received maximum ratings of 100 on the Barthel from the 
caregivers at Time 2. These improvements with time in ADL 
functioning are consistent with reports from other stroke 
studies (Becker et al., in press; Granger et al., 1975). 
Adaptive and Social Functioning Scale (ASF). Patients 
had 
4.03. 
a mean score on the ASF of 11.30 at Time 2, S. D. = 
Caregivers gave the patients a mean score of 13.92, 
S. D. = 5.63. The respondent patients saw themselves as 
slightly improved at Time 2 on this measure, while the mean 
score caregivers gave the patients changed slightly in the 
direction of less functional performance. 
Overall Stroke Severity. At Time 2, caregivers had a 
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~ean score of 3.18, S. D.= .96 in rating the severity of the 
patient's physical problems. Respondent patients had a mean 
rating of 2.42, S. D. = 1.02. These perceptions of the 
stroke-related physical problems being less severe at Time 2 
are consistent with the overall higher ratings on the 
Barthel Index. 
caregiver Burden Scale (CBS). This 14-item scale was 
administered only to the caregivers, and only at Time 2. 
Maximum score on the scale was 56, with each item being 
scored from 0 to 4, 4 being indicative of a high degree of 
perceived burden. Partners had an overall mean score on the 
CBS of 15.92, S. D. = 9.67. Median score was 14.5, with a 
range of 1-39. Caregivers were divided equally into those 
who appeared to have minimal feelings of burden, those 
experiencing moderate feelings of burden, and those whose 
scores indicated high levels of perceived burden. One-third 
scored more than one S. D. below the mean, and one-third 
scored more than one S. D. above the mean. 
Personality and Behavioral Changes in the Patients. 
At Time 2, caregivers also completed a 19-item checklist 
which contained a number of behaviors and personality 
characteristics which the literature 
associated with having had a stroke. The 
indicates are 
list contained 
statements with positive as well as negative connotations, 
in order to reduce response bias. Six items had a 
connotation, and thirteen negative. Caregivers 
~---- ------.~ - -- -------
positive 
indicated 
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whether the frequency of occurrence of each behavior or 
characteristic was less than, more than, or about the same 
as before the stroke. Caregivers reported a mean of 4.32 
(5. D. = 3.24) negative behaviors occurring more frequently 
since the stroke and a mean of 2.09 (5. D. = 2.76) negative 
behaviors occurring less frequently since the stroke. The 
frequency range in each case was 0-11. They reported a 
mean of .81 positive behaviors occurring more frequently (So 
D. = 1.38) and 1.79 positive behaviors occurring less 
frequently (5. D. = 1.65). The frequer.cy range was 0-6 in 
each case. Finally, the caregivers reported a mean of 10.11 
behaviors or characteristics which occurred with about the 
same frequency as before the stroke ( s. D. = 4.53). Range 
was 0-19. Some of these behavioral change variables 
correlated significantly with the outcome measures, and will 
be discussed in the sections on correlates of depression and 
well-being at Time 2. 
Health Status 
Objective Health. Mean score for caregivers on the 
objective health scale at Time 2 was 5.72, s. D. = 5.21. 
Median was 4.33, with a range of 0-20. This represents a 
slight increase in negative health indicators for the 
caregivers. 
Patients as a group had a mean score on the objective 
health index at Time 2 of 12.76, s. D. = 7.50. Median score 
was 11.5, and range was 3-38. This was, not surprisingly, a 
--- -- _.-.--_.- -------------
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significant increase in negative health indicators for the 
patients (1 = -4.16, p < .001, two-tailed). 
Subjective Health. Overall subjective health rating 
for the caregivers at Time 2 had a mean of 2.74, S. D. = 
1.12. Patients as a group rated their overall health as 
worse, mean = 3.31, S. D. = .98. While caregivers reported 
no change in their health over time, the change in overall 
health rating by the patients just failed to reach 
significance (t = -1.89, p = .065, two-tailed). 
CORRELATES OF DEPRESSION AND WELL-BEING AT TIME 2 
Correlates of Depression 
Table LVI and Table LVII present the correlates of 
depression at Time 2 for the caregivers and patients 
respectively. Demographic factors and other individual 
characteristics, health variables, stroke-related factors, 
social network and support, and marital relationship factors 
will be discussed separately in terms of their relationship 
to depression. 
Demographic and Other Individual Characteristics. 
Several related demographic factors correlated significantly 
with depression scores for the patients and the caregivers 
at Time 2. Being younger and having experienced a change in 
employment status as a result of the stroke were associated 
with higher depression scores. As reported in chapter IV, a 
number of patients who had been employed full time before 
- --------_.- -- --- -----
TABLE LVI 
CORRELATIONS WITH CES-D FOR CAREGIVERS, T!ME 2 
PRESENCE OF MENTAL HEALTH PROBLEMS 
LEVEL OF PERCEIVED CAREGIVER BURDEN 
LEVEL OF OPTIMISM 
OBJECTIVE HEALTH RATING 
NUMBER OF NW MEMBERS DO NOT GET ALONG WITH 
NETWORK DENSITY 
AVERAGE FREQUENCY OF FACE-TO-FACE NW 
CONTACTS 
INCOME (PRE-STROKE) 
STABILITY OF PERSONALITY AND BEHAVIOR IN 
PATIENT 
SUBJECTIVE HEALTH RATING CHANGE, T1 to T2 
NUMBER OF ORGANIZATIONAL MEMBERSHIPS 
INCREASED NEGATIVE BEHAVIORS AND PERSONALITY 
.5708 *** 
.4976 *** 
-.4127 ** 
.4002 ** 
.3941 ** 
-.3831 ** 
.3809 ** 
-.3625 * 
-.3309 * 
.3211 * 
-.3065 * 
TRAITS IN PATIENT .2693 * 
MARITAL HAPPINESS RATING -.2655 * 
DECREASED POSITIVE BEHAVIORS AND PERSONALITY 
TRAITS IN PATIENT .2647 * 
LIKLIHOOD OF PATIENT CONFIDING IN PARTNER -.2590 * 
AMOUNT OF NETWORK OVERLAP .2526 * 
NUMBER OF TASK EXCHANGES .2493 * 
* = p < .05 
** = p < .01 
* * * = p < .001 
._-------------------- ----- .... -- _ .. 
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TABLE LVII 
CORRELATIONS WITH CES-D FOR PATIENTS, TIME 2 
PRESENCE OF MENTAL HEALTH PROBLEMS 
NUMBER OF NW MEMBERS LESS HELP THAN 
EXPECTED 
FREQUENCY OF PRE-STROKE MARITAL 
DISAGREEMENT 
LEVEL OF OPTIMISM AT TIME 2 
* OF NW MEMBERS PROVIDING TRANSPORTATION 
LEVEL OF OPTIMISM AT TIME 1 
PROPORTION OF NW PROVIDING TRANSPORTATION 
PROPORTION OF NW WHO APPRECIATE PATIENT'S 
SITUATION 
NUMBER OF NW MEMBERS WHO APPRECIATE 
PATIENT'S SITUATION 
AGE 
SATISFACTION WITH AMOUNT OF NW CONTACT 
CHANGE IN EMPLOYMENT STATUS 
PROPORTION OF FRIENDS IN NW 
OBJECTIVE HEALTH RATING 
CHANGE IN SUBJECTIVE HEALTH RATING, 
TIME 1 TO TIME 2 
BARTHEL INDEX RATING (ADL'S) 
COULD HAVE DONE SOMETHING TO 
PREVENT STROKE 
PARTNER'S RATING OF FREQUENCY OF PRE-
STROKE MARITAL DISAGREEMENT 
PARTNER'S RATING OF BARTHEL INDEX 
.7833 *** 
.6856 *** 
.5743 ** 
-.5699 ** 
.5160 
-.5089 ** 
.4951 ** 
.4819 ** 
.4711 ** 
-.4676 * 
-.4537 * 
.4480 * 
.3942 * 
.3893 * 
.3721 * 
-.3538 * 
.3522 * 
.4941 ** 
-.4099 * 
* = p < .05 ** = p < .01 *** = p < .001 
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the stroke had retired or were otherwise unemployed at Time 
2. Likewise, there was a decrease in the number of patients 
who were employed even part-time at Time 2. Clearly, the 
employment changes measured at Time 2 were negative ones for 
many patients, and it is not surprising to find a positive 
relationship between employment change and depression for 
this sample of patients. Having less income was related to 
higher depression scores for the caregivers Time 2. 
Level of optimism maintained its strong negative 
relationship to depression at Time 2 for caregivers and for 
patients. In addition, the patients' level of optimism at 
Time 1 had a strong relationship to Time 2 depression level. 
Health Factors. Health factors continued to be 
important correlates of depression at Time 2. For the 
caregivers, the presence of a mental health problem, and 
objective health rating correlated strongly and positively 
with depression. Patients who had sought help for a mental 
health problem, had higher objective health problem ratings, 
and who had a negative change in subjective health rating at 
Time 2 were more likely to be depressed. Caregivers were 
also more likely to have high depression scores if they 
reported a poorer subjective health rating at Time 2 
compared to Time 1. It i~ not surprising that the presence 
of a mental health problem correlated so highly with 
depression, 
depression. 
as the two items may both be measuring 
It is also consistent with other research that 
~~----------------- --.-~~.-~-~ 
poorer physical health status continued to 
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correlate 
substantially 
caregivers. 
with depression for both patients and 
Stroke-Related Variables. Level of perceived 
caregiver burden correlated highly (~ = .50, p < .001) with 
the depression score. In addition, a number of patient 
personality and behavior change variables were significantly 
related to caregiver depression levels. Less reported 
stability of behavioral characteristics in the patient, 
increased negative personality and behavior traits, and 
decreased positive patient behaviors all correlated 
positively with caregiver depression score. 
For the patients, Barthel Index Rating as well as the 
partner's Barthel Index rating of the patient correlated 
negatively with patients' depression scores. Patients who 
continued to feel that they could have done something to 
prevent the stroke were more likely to have higher 
depression scores. In sum, for the caregivers level of 
perceived burden, as well as the perception of negative 
behavior and personality changes in the patient were more 
related to depression level than were more direct measures 
of stroke severity. For the patients, ADL level and 
feelings of guilt over the stroke having occurred continued 
to be moderately correlated with depression. 
Social Networks and Social Support. Several aspects 
of social contact and social support continued to be related 
to depression for the caregivers. 
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Network density was 
negatively correlated with depression, and the nu~~er of 
network members the caregiver reported not getting along 
with was positively correlated with depression score. 
Unexpectedly, the average frequency of face-to-face network 
contacts correlated positively and fairly strongly with 
depression score for the caregivers (~= .38, p < .01). In 
addition, the number of task exchanges reported was 
positively related to depressive symptoms. A higher number 
of organizational memberships was negatively related to 
depression, while a greater amount of overlap between the 
caregiver's and patient's networks was positively related to 
depression score. These relationships between social 
network and support factors and depressive symptom level for 
the caregivers are interesting and complex. Greater 
network density may provide some buffering against 
depression in the circumstance of chronic illness, perhaps 
because more support is mobilized when network members know 
one another. At the same time, high frequency of face-to-
face contacts together with a high level of network overlap 
may create strains within the network and for the caregiver. 
It was not uncommon at Time 2 for caregivers to name 
relatives when indicating persons with whom they didn't get 
along. The occurrence of a stroke may make it more 
difficult for caregivers to avoid negative network 
relationships. 
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For the patients at Time 2, a number of negative 
aspects of network support are seen in the relationship 
between these variables and depression scores. The number 
and proportion of network members providing transportation, 
as well as the number and proportion of network members who 
reportedly appreciate the patient's situation were all 
positively related to depression level. This was also true 
regarding the proportion of friends in the network. The 
number of network members who were perceived to help less 
than expected was highly positively related to patient 
depression score (~ = .69, p < .001). It may be that 
depressed patients see their network in less positive terms. 
It may also be the case that greater need for assistance 
with transportation and other types of instrumental support 
is indicative of stroke severity level, which is also 
related to depression score. Nevertheless, it is equally 
plausible that the persons around the patient may respond 
inappropriately to his or her needs, and that the presence 
of friends after one has suffered a stroke is a strain as 
well as a source of support. On the other hand, patients 
who reported high levels of satisfaction with the amount of 
network contact they had were more likely to have lower 
depression scores. 
Marital Support. 
continued 
A number of aspects of the partner 
to be important correlates of relationship 
depression. For the caregivers, a higher overall marital 
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happiness rating and increased liklihood of the partner 
confiding in them were negatively associated with 
depression. For the patients, greater frequency of pre-
stroke marital disagreement as perceived by both the patient 
and the caregiver was related to higher depression levels at 
Time 2. 
Correlates of Positive Well-Being 
Table LVIII summarizes the correlations between 
positive well-being and other variables at Time 2. For the 
caregivers, a higher level of optimism, greater frequency of 
social contacts, higher subjective health rating, and more 
positive anticipated future health change were all 
associated with higher levels of positive well-being. Also, 
a number of aspects of social support and marital support 
were correlated with PSWB score. Higher marital happiness 
rating, a greater likelihood of the partner confiding in the 
caregiver, more confiding exchanges, and higher satisfaction 
with the quality of network contacts were all related to 
higher levels of positive well-being for the caregivers. 
For the patients, few correlations of other variables 
with positive 
shared marital 
well-being were significant. Frequency 
activity since the stroke was highly 
of 
and 
positively correlated with patient well-being (~= .53, p < 
.01) . 
-----.. _----- ---- --- -- -_. ----
TABLE LVIII 
CORRELATIONS WITH POSITIVE WELL-BEING, TIME 2 
Correlates of Caregiver Positive Well-Being 
LEVEL OF OPTIMISM .4630 *** 
LEVEL OF SOCIAL ACTIVITY .4594 *** 
RATING OF MARITAL HAPPINESS .3291 * 
LIKLIHOOD OF PATIENT CONFIDING IN PARTNER .3234 * 
SUBJECTIVE HEALTH RATING .2914 * 
NUMBER OF CONFIDING EXCHANGES .2779 * 
SATISFACTION WITH AMOUNT OF SOCIAL CONTACT .2718 * 
ANTICIPATED FUTURE HEALTH CHANGE -.2699 * 
LEVEL OF OPTIMISM AT TIME 1 .2588 * 
SATISFACTION WITH QUALITY OF NW CONTACT .2468 * 
Correlates of Patients' Positive Well-Being (N = 24) 
FREQUENCY OF SHARED MARITAL ACTIVITY 
EDUCATION 
NUMBER OF ORGANIZATIONAL MEMBERSHIPS 
COULD HAVE DONE SOMETHING TO PREVENT 
THE STROKE 
* = p < .05 
* * = p < .01 
*** = p < .001 
.5250 ** 
.4347 * 
.4024 * 
.3437 * 
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Correlates of Negative Well-Being 
Tables L!X and LX summarize the correlations with 
negative 
patient 
well-being at Time 2 for the major 
variables. Stroke-related factors 
caregiver and 
and social 
network/social support factors correlated more strongly with 
caregiver negative well-being than did demographic or 
individual characteristic factors. Aspects of the partner 
relationship continued to be important as well. 
Health Factors. For patients, subjective health 
rating and the number of chronic health problems correlated 
moderately with negative well-being. Perceived better 
health and fewer chronic health problems were associated 
with lower negative well-being. A perceived negative change 
in overall health status was strongly related to higher 
negative well-being scores (~= .63, p < .001). The only 
health variable which correlated significantly with negative 
well-being at Time 2 for the caregivers, as it did with 
depression score, was the presence or acknowledgement of a 
mental health problem, an expected positive relationship. 
Stroke-Related Factors. Perceived caregiver burden 
was strongly related to caregiver negative well-being (~ = 
.43, p < .001), as it was to depression score. Higher 
stroke severity rating, greater concern about another 
stroke, and noting more behavioral and personality changes 
in the patient after the stroke were all related moderately 
to higher negative well-being scores for the partners. The 
TABLE LIX 
CORRELATIONS WITH NEGATIVE WELL-BEING FOR CAREGIVERS, 
TIME 2 
SATISFACTION WITH AMOUNT OF NW CONTACT 
DEGREE OF PERCEIVED CAREGIVER BURDEN 
LEVEL OF OPTIMISM AT TIME 1 
FREQUENCY OF PRE-STROKE MARITAL 
DISAGREEMENT 
NETWORK DENSITY 
STROKE SEVERITY RATING 
SATISFACTION WITH QUALITY OF NW CONTACT 
LEVEL OF OPTIMISM 
PRESENCE OF MENTAL HEALTH PROBLEM 
STABILITY IN PERSONALITY AND BEHAVIOR 
OF PATIENT 
DEGREE OF PRE-STROKE SHARED MARITAL 
ACTIVITY 
NUMBER OF NW MEMBERS WHO MAKE SITUATION 
WORSE 
LEVEL OF PRE-STROKE SOCIALIZING 
EDUCATION 
PROPORTION OF NW PROVIDING COMPANIONSHIP 
SUPPORT 
-.5397 *** 
.4300 *** 
-.3534 ** 
.3522 ** 
-.3424 ** 
.3325 * 
-.3181 * 
-.3123 * 
.3116 * 
-.2970 * 
-.2898 * 
.2696 * 
-.2694 * 
-.2617 * 
-.2509 * 
AMOUNT OF PRE-STROKE SHARED MARITAL ACTIVITY 
REPORTED BY PATIENT -.5882 *** 
FREQUENCY OF PRE-STROKE MARITAL DISAGREEMENT 
REPORTED BY PATIENT .5287 ** 
AMOUNT OF SHARED MARITAL ACTIVITY REPORTED 
BY PATIENT -.3823 * 
* = p < .05 
** = p < .01 
*** = p < .001 
. __ .. _---._- _.--------
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TABLE LX 
CORRELATIONS WITH NEGATIVE WELL-BEING FOR PATIENTS, 
TIME 2 (N = 24) 
CHANGE IN HEALTH STATUS, TIME 1 TO 
TIME 2 
LEVEL OF OPTIMISM AT TIME 1 
NUMBER OF NW MEMBERS WHO PROVIDE TRANS-
PORTATION 
SHARED OR DELEGATED CONTROL OF FINANCES 
NETWORK DENSITY 
SATISFACTION WITH AMOUNT OF NW CONTACT 
NUMBER OF CHRONIC HEALTH PROBLEMS 
CONCERN ABOUT FUTURE CARE 
PROPORTION OF NW WHO PROVIDE 
TRANSPORTATION 
AGE 
LEVEL OF OPTIMISM 
SUBJECTIVE HEALTH RATING 
NETWORK DEGREE (OF UITERCmmECTEDtlES S ) 
LEVEL OF SOCIAL ACTIVITY 
PROPORTION OF FRIENDS IN NW 
NUMBER OF NW MEMBERS LESS HELP THAN 
EXPECTED 
FREQUENCY OF DISAGREEMENT OVER FINANCES 
INCOME 
* = p < .05 
* * = p < .01 
*** = p < .001 
~- --~---~-. ----------
.6277 *** 
-.5243 ** 
.5139 ** 
.4958 ** 
-.4769 ** 
-.4729 111* 
.4593 * 
.4590 * 
.4398 * 
-.4340 * 
-.4325 * 
-.4310 * 
-.4213 * 
.3886 * 
.3810 * 
.3721 * 
.3715 * 
.3374 
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only stroke-related factor which correlated significantly 
with negative well-beinq 2 for the patients was 
concern about future care. Greater concern in this area was 
related to higher NGWB scores (~= .46, p < .05). 
Social Networks and Social Support. Many of the same 
network variables and aspects of social support which 
correlated with depression also showed a similar 
relationship to negative well-being. This is not a 
surprising finding, given the strong relationship between 
the two outcome measures. This was true of several of the 
social support measures for the patients, including the 
number and proportion of network members who provided 
transportation support and the number and proportion of 
network members who were perceived as appreciating what the 
patient was going through. There was also a significant 
positive relationship between the amount of post-stroke 
social activity and patient negative well-being score. Thus 
again with the negative well-being measures, we see evidence 
of both positive and negative effects of social network 
interaction for the patients. These findings are congruent 
with Hyman's (1971) notion of the "stigma" of stroke. 
In the case of the caregivers, satisfaction with the 
amount of social network contact was associated with lower 
negative well-being scores (~ = -.54, p < .001) . 
Satisfaction with the quality of network interactions was 
similarly related to negative well-being, but not as 
strongly (~ = -.32, p ( .05). 
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Congruent with these 
findings, a greater proportion of socializing support 
available within the close network was related to lower 
levels of negative well-being. Indicatjons of possible 
strain within the networks of the caregiver~ was seen in the 
positive correlations between transportation support, and 
frequency of contact and negative well-being score. Perhaps 
satisfaction with the amount and quality of support, and 
socialization support imply more choice of interaction with 
network members, while instrumental assistance and frequency 
of contact imply at least some elements of constraint in 
choice of network association (Fisher et al., 1977). 
Marital Support. For the caregivers at Time 2, 
various aspects of the quality of the partner interaction 
had stronger relationships to negative well-being than was 
true at Time 1. Perceiving the relationship more positively 
compared to other couples, and both caregiver and patient 
reporting more shared marital activity were associated with 
lower negative well-being scores. In contrast, reporting 
more pre-stroke disagreement within the relationship was 
related to higher negative well-being for the caregivers. 
Patients who reported higher levels of disagreement over 
finances and who were less involved in making financial 
decisions since the stroke reported higher levels of 
negative well-being. 
Intercorrelations Among Outcome Variables at Time 2 
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Table LXI presents the intercorrelations among the 
outcome variables at Time 2. For the most part, outcome 
measures for the caregivers and patients were much more 
strongly related at Time 2. This suggests that over the six 
months between interviews, subjects' depressive symptom 
levels and feelings of well-being were either influencing 
those feeling and mood states in the partner, that both 
members of the dyad were experiencing similar positive and 
negative influences on their well-being related to the 
stroke experience, or that both factors were operating. 
This was true for depression score, as well as positive, 
negative, and overall well-being levels. The one exception 
to this pattern was that levels of optimism for caregiver 
and patient became less strongly correlated at Time 2. This 
finding has implications for intervention strategies which 
will be discussed in Chapter VIII. 
REGRESSION ANALYSES: TIME 2 
Hierarchical regression analyses were carried out for 
the major outcome variables of depression, positive well-
being, and negative well-being at Time 2, following 
procedures employed at Tim~ 1. The model proposed in 
Chapter II as well as the strength of a particular 
variable's relationship to the outcome measure under 
consideration guided the choice of Time 2 predictor 
variables as had been the case at Time 1. Regression 
--- ------------ -----------
VARIABLE CES-D 
CES-D 1.00 
POSITIVE 
WaL BEING -.3129* 
NEGATIVE 
WELL BEING .4819-
BALANCE 
WELL BEING .5384*-
LOT SCORE -.4127-
PATIENTS' CES-D .3682* 
PATIENTS' 
POSITIVE WI -.4037* 
PATIENTS' 
NEGATIVE WB .5096-
PATIENTS' 
BALANCE WB .4582* 
PATIENTS' 
LOT SCORE -.2457 
* p < .05 
- P < .01 
*** P < .001 
TABLE LXI 
INTERCORRELATIONS AMONG OUTCOME VARIABLES AT TIME 2 
PATIENTS' 
POSITIVE NEGATIVE BALANCE PATIENTS' POSITIVE 
we WB WB LOT CES-D WB 
1.00 
-.1697 1.00 
-.7482*- .7051*- 1.00 
.463O*- -.3123* -.4645- 1.00 
.0325 .5396- .2856 -.0912 1.00 
.3145 -.2833 -.4627* -.1280 -.2191 1.00 
-.4088* .4182* .5130- -.3279 .5404- -.1717 
-.5582- .2719 .6084*- -.2817 .3928* -.5393-
-.0157 -.3376 -.1685 .1973 -.5699- .2884 
PATIENTS' PATIENTS' PATIENTS' 
NEGATIVE BALANCE LOT 
WB WB SCORE 
1.00 
.7265*- 1.00 
-.4325* -.4250* 1.00 
N 
\D 
-
292 
analyses were again carried out with all caregivers included 
and with only female caregivers included. 
Combined Effect of Selected Factors on Time 2 Depression 
Predictor variables on which depression score was 
regressed at Time 2, and their order of entry into the 
regression equation were: objective health rating, 
perceived caregiver burden, marital happiness rating, 
density of the social network, and the proportion of the 
network providing instrumental help. Intercorrelations 
among these variables were modest, the highest being that 
between caregiver burden and marital happiness rating (~ = -
.42) . Network density was negatively correlated with 
perceived burden (~ = .32), and positively related to 
marital happiness rating (~z .30). Table LXII summarizes 
results of the regression analysis for Time 2 CES-D score 
when all caregivers were included. Slightly more of the 
variance in depression score was accounted for compared to 
2 
Time 1 results, with & c .70 and & = .49. Objective health 
rating accounted for 16.2% of the variance in depression 
score, while perceived level of caregiver burden accounted 
for 28.3% of the variance in depression, even after 
controlling for objective health factors. Network density 
acccounted for an additional 4.3% of the variability in in 
depression score, while marital happiness rating and 
proportion of network instrumental help each contributed 
less than 1% to explaining level of depresssive symptoms. 
Dependent Variable CES-D 
Objective Health Rating 
Perceived Caregiver Burden 
Marital Happiness Rating 
Density of Network 
Proportion of NW Providing 
Instrumental Help 
TABLE LXII 
HIERARCHICAL REGRESSION FOR CES-D, 
TIME 2: ALL CAREGIVERS INCLUDED 
MULTIPLE R R2 R2 CHANGE 
.403 .162 .162 
.667 .445 .283 
.670 .449 .004 
.702 .493 .043 
.703 .494 .001 
SIMPLE R 
.403 
.502 
-.281 
-.360 
-.081 
BETA 
0.446 
0.454 
-0.020 
-0.231 
0.030 
N 
\D 
W 
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Table LXIII presents the results of the regression 
analysis when only female caregivers were considered. 
Although almost exactly the same amount of variance in 
2 
depression was explained (! = .71,! = .50), objective 
health rating now explained 21.3% and caregiver burden 23% 
of the variance in depression scores. Proportion of 
instrumental support exchanges dropped out of the regression 
equation when male caregivers were excluded. 
Combined Effect of Selected Factors on Time 2 Positive Well-
Being 
Variables which were included as predictors of 
positive well-being at Time 2 included subjective health 
rating, stroke severity rating, overall marital happiness, 
satisfaction with amount of social contact, and number of 
confiding exchanges. There was not a high degree of 
intercorrelation between any of variables. Stroke severity 
rating was negatively correlated with satisfaction with 
amount of network contact (~= .36) and positively with 
marital happiness rating (~ = .35). These were the 
strongest intercorrelations between any pairs of predictor 
variables. 
Table LXIV presents the results of the hierarchical 
regression for positive well-being. The regression equation 
resulted in a Multiple R of .54, accounting for 29% of the 
variance in PSWB score. At Time 2, considerably less of the 
variability in positive well-being score was explained by 
-- ----------- -----------
TABLE LXIII 
HIERARCHICAL REGRESSION FOR CES-D, 
TIME 2: FEMALE CAREGIVERS ONLY 
Dependent Variable CES-D 
MULTIPLE R R2 R2 CHANGE 
Objective Health Rating .462 .213 .213 
Perceived Caregiver Burden .666 .443 .230 
Marital Happiness Rating .669 .448 .005 
Density of Network .706 .498 .050 
SIMPLE R 
.462 
.571 
-.276 
-.348 
BETA 
0.476 
0.383 
-0.356 
-0.242 
N 
\0 
I.n 
Dependent Variable Positive 
TABLE LXIV 
HIERARCHICAL REGRESSION FOR POSITIVE 
WELL-BEING, TIME 2: ALL CAREGIVERS INCLUDED 
Well-Being 
Multiple R R2 R2 Change 
Subjective Health Rating .285 .081 .081 
Stroke Severity .330 .109 .028 
Marital Happiness Rating .434 .189 .080 
Satisfaction with Amount .443 .196 .007 
of Social Contact 
Number of Confiding Exchanges .538 .290 .094 
Simple R 
.285 
-.203 
.329 
.247 
.345 
Beta 
0.204 
-0.041 
0.306 
0.038 
0.329 
tv 
\D 
'" 
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the selected predictor variables than had been the case at 
Time 1. Even after subjective health factors and stroke 
severity were considered, the number of confiding exchanges 
accounted for the greatest amount of explained variance in 
positive well-being, 9.4%. Subjective health rating and 
marital happiness score each accounted for about 8% of the 
variability in positive well-being, and stroke severity 
accounted for 2.8%. Satisfaction with amount of social 
contact accounted for less than 1% of the variance in 
positive well-being. These results are consistent with 
other studies which have demonstrated the importance of 
confiding relationships to well-being (Goldberg et a1., 
1985; Lowenthal & Haven, 1968). 
Slightly less of the variability in PSWB score was 
explained by the regression equation which resulted when 
male caregivers were excluded. This information is 
contained in Table LXV. A regression equation with & = .52 
accounted for 26.6% of positive well-being variance. 
Marital happiness rating became the strongest predictor of 
positive well-being for female caregivers, explaining 10.5% 
of the variance after controlling for subjective health and 
stroke severity. Number of confiding exchanges accounted 
for 6.4% of the variance in positive well-being, and stroke 
severity rating explained less than 1% for the female 
caregivers. 
I. 
Dependent Variable Positive 
TABLE LXV 
HIERARCHICAL REGRESSION FOR POSITIVE 
WELL-BEING, TIME 2: FEMALE CAREGIVERS ONLY 
Well-Being 
MULTIPLE R R2 R2 CHANGE 
Subjective Health Rating .292 .085 .085 
Stroke Severity Rating .301 .091 .005 
Marital Happiness Rating .442 .195 .105 
Satisfaction with Amount of .449 .201 .006 
Social NW Contact 
Number of Confiding Exchanges .516 .266 .064 
SIMPLE R 
.292 
-.114 
.370 
.193 
.275 
BETA 
0.228 
0.034 
0.338 
0.023 
0.269 
N 
\0 
00 
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Combined Effects of Selected Factors on Time 2 Negative 
Well-Being 
Negative well-being was regressed on stroke severity, 
perceived caregiver burden, amount of shared marital 
activity, satisfaction with amount of network contact, and 
network density at Time 2, with the variables entered into 
the regression in that order. Highest intercorrelation 
between any of the variables was the negative relationship 
between perceived burden and satisfaction with amount of 
network contact (~. -.56). Relationship between stroke 
severity rating and satisfaction with amount of network 
contact was moderate (~. -.43), while the correlation 
between network density and perceived burden was ~ = -.36. 
Table LXVI presents the results of the hierarchical 
regression for negative well-being at Time 2 for all 
caregivers. The regression equation had a Multiple ~ of 
~ 
.591 and an! of .350. Stroke severity accounted for 13.2% 
of the variance in negative well-being, and perceived burden 
7.6% of the variability in NGWB score. After controlling 
for stroke severity and degree of perceived burden, 
satisfaction with amount of network contact explained an 
additional 11.3' of negative well-being variance and network 
density about 3'. Level of shared marital activity 
explained less than l' of the variability in negative well-
being level. 
When female caregivers only were included in the 
TABLE LXVI 
HIERARCHICAL REGRESSION FOR NEGATIVE 
WELL-BEING, TIME 2: ALL CAREGIVERS INCLUDED 
Dependent Variable Negative 
Well-Being 
NULTIPLE R R2 R2 CHANGE 
Stroke Severity .363 .132 .132 
Perceived Caregiver Burden .456 .208 .076 
Amount of Shared Marital Activity .456 .208 .000 
Satisfaction with Amount of NW .567 .321 .113 
Contact 
Network Density .591 .350 .029 
SIMPLE R 
.363 
.431 
-.055 
-.538 
-.342 
BETA 
0.092 
0.089 
-0.020 
-0.397 
-0.185 
w 
o 
o 
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regression analysis, the amount of variance in negative 
well-being which was accounted for increased to 39%. This 
information is summarized in Table LXVII. For the female 
caregiver sample, stroke severity predicted 29% of the 
variability in negative well-being, or 74% of the explained 
variability. The contribution of perceived burden decreased 
to 2.9% from 7.6%. Satisfaction with amount of network 
contact explained 5.7% of the variance in negative well-
being for the female caregivers, while the contributions of 
network density and the level of shared marital activity 
remained small. 
SUMMARY: CORRELATES AND PREDICTORS OF WELL-BEING, TIME 1 
AND TIME 2 
At both Time 1 and Time 2, health factors, stroke-
related variables, and a number of aspects of network and 
marital support were related to depression and well-being. 
The direction of relationship between instrumental support 
measures and the outcome variables and between some 
interactional measures of network contact and well-being 
provided evidence of the complex and multidimensional nature 
of support. Both negative and positive effects of perceived 
support were seen for patients as well as caregivers. 
When all partners were included, the strongest 
predictor of depression in the caregiver group at Time 1 was 
pre-stroke subjective health rating. At Time 2, the 
greatest amount of variance in depression was explained by 
TABLE LXVII 
HIERARCHICAL REGRESSION FOR NEGATIVE 
WELL-BEING, TIME 2: FEMALE CAREGIVERS ONLY 
Dependent Variable Negative 
Well-Being 
MULTIPLE R R2 R2 CHANGE 
Stroke Severity .538 .290 .290 
Perceived Caregiver Burden .565 .319 .029 
Amount of Shared Marital Activity .566 .320 .001 
Satisfaction with Amount of NW .614 .378 .057 
Contact 
Density of Network .625 .390 .013 
SIMPLE R 
.538 
.457 
-.104 
-.548 
-.316 
BETA 
0.265 
0.037 
-0.068 
-0.335 
-0.127 
w 
o 
N 
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level of perceived caregiver burden. For positive well-
being at Time 1, the strongest predictor was the patient's 
level of functional ADL independence, while at Time 2 it was 
subjective health rating and marital happjness rating. 
Negative well-being score was best predicted by subjective 
health rating at Time 1 and by stroke severity rating at 
Time 2. Some differences were observed both in the amount 
of variance accounted for and in the relative explanatory 
power of the predictor variables when only female caregivers 
were considered in the hierarchical regression analyses, but 
these differences in general were small. 
Chapter VII will explore the distribution of change in 
depression and well-being scores over time, and predictors 
of change in these outcome measures over time. 
CHAPTER VII 
CHANGES IN DEPRESSION AND WELL-BEING OVER TIME 
This chapter will describe the distribution of change 
in depression and well-being scores over time for patients 
and caregivers, as well as changes in other variables over 
time. Finally, results of regression analyses of predictors 
of change over time which were carried out for the caregiver 
outcome variables will be reported. 
DESCRIPTIVB AND CORRELATIONAL ANALYSIS 
OF CHANGE OVER TIME 
Change in Depression Scores Over Time - CES-D 
For the caregivers, average change score on the CES-D 
between Time 1 and Time 2 was 1.73 (S. D. = 12.61), the 
positive number indicating an overall decrease in depression 
score over time. For the most part, depression scores 
remained quite stable, although individual change scores 
fluctuated as much as 31 points in either direction (range = 
-30 to +31). Three caregivers experienced a decrease in 
depression score which was more than one S. D. from the 
mean, and 7 caregivers (16') had an increase in depression 
score which was more than one S. D. from the mean change 
score. The rest of the partners had change scores which 
fluctuated between -10 (reflecting an increase in depression 
score at Time 2) and +11. Seventy-five percent of the 
caregivers had Time 2 depression scores which were within 
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ten points of their Time 1 score, and 50% had depression 
change scores of six points or less. Correlation between 
Time 1 and Time 2 depression scores for the caregivers was ~ 
= .55, p < .001. 
Patients had a mean depression change score of -1.77 
(S. D. = 13.05), indicating an overall increase in 
depression score over time. Range of change scores for the 
patients was from -35 (indicating an increase in depression 
score) to +14. Forty-five percent of the patients for whom 
depression scores were available for both interview times 
had an increase in depressive symptoms over time, and four 
experienced an increase which was more than one S. D. from 
the mean change score. Fifty percent of the patients 
reported a decrease in depression score, but only two 
patients had depression score decreases which were more than 
one S. D. from the mean. Fifty-five percent of the patients 
had Time 2 depression scores which were within ten points of 
their Time 1 depression score, while 33% had a CES-D change 
score of six points or less. Correlation between the Time 1 
and Time 2 depression scores for the patients was ~ = .56, p 
< .01. 
Thus, for the subjects in this sample, there was a 
scattered distribution of change scores for the CES-D, with 
very few respondents experiencing changes in depressive 
symptoms which were more than one S. D. in either direction 
from the mean change score. Slightly less than 20% of the 
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patients and 16% of the partners had significant increases 
in depression score over time. 
Change in Positive Well-Being Over Time 
The mean change in caregiver positive well-being score 
over time was very small, .04 (S. D.· 2.30). Range of 
change scores was from -6 to +5. Fourteen caregivers (30%) 
had no change in positive well-being score over time, while 
about one-third experienced an increase and one-third had a 
decrease in PSWB score. Four partners had a positive change 
score (higher PSWB score at Time 2) which was more than one 
S. D. from the mean, and six (13%) had a negative change 
score (lower PSWB score at Time 2) which was more than one 
S. D. from the mean change score. The correlation between 
Time 1 and Time ~ PSWB scores for the caregivers was 
.63, p < .001. 
= 
Patients had a moderate degree of change in 
well-being scores over time, mean = .74, s. D. 
This reflected an overall decrease in positive 
over time. Range of change scores was -4 to 
positive 
= 2.86. 
well-being 
+8. Eight 
patients experienced an increase in PSWB score, with the 
increase for three subjects being more than one S. D. from 
the mean change score. Thirteen patients had a decrease in 
PSWB score over time, six having a decrease which was more 
than one S. D. from the mean change score. Thus about 25% 
of the respondent patients had a significant decrease in 
reported positive well-being at Time 2. For the patients, 
----------------- - --- ---------- -----------------
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correlation between Time 1 and Time 2 PSWB scores was 
minimal, ~ z .02. This would suggest that 
who felt more positive at Time 1 were not 
same individuals who viewed their situation 
positive terms at Time 2. 
Chanqe in Neqative Well-Being Over Time 
those patients 
necessarily the 
in relatively 
Caregivers were about equally divided among those who 
showed an increase in negative well-being, those who showed 
no change, and those who had a decrease in negative well-
being over time. The mean change score for negative well-
being was .26, S. D. z 2.17. Change scores ranged from -4 
to +6. Five caregivers (11%) showed an increase in negative 
well-being which was more than one S. D. from the mean, and 
six (13%) had a decrease in NGWB score which was more than 
one S. D. from the mean. The correlation between NGWB 
scores at Time 1 and Time 2 for the caregivers was .69, p < 
.001. 
The patients' pattern of change scores on the negative 
well-being measure was similar to that of the caregivers, 
although the mean change score was in the opposite 
direction. Hean change score was -.30 'S. D. = 2.38), 
indicating an overall increase in reported negative well-
being over time. Change scores for the patients ranged from 
-5 to +5. Of the eight patients who showed an increase in 
negative well-being over time, five (22%) had change scores 
which were more than one S. D. from the mean change score. 
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Of the seven patients who showed a decrease in NGWB score 
over time, three (13') had change scores which were more 
than one S. D. from the mean. The correlation between 
patients' Time 1 and Time 2 NGWB scores was ~ = .69, with 
p < .001-
In summary, changes in IPWB scores for the patients 
were in the expected direction of lower positive well-being 
and higher negative well-being and balance well-being scores 
at Time 2, but for most of the patients these changes were 
not significant. The caregivers as a group had stable 
positive and balance well-being scores, and slightly 
improved negative well-being scores. 
Change in Optimism Over Time - LOT 
The notion that optimism is a stable personality trait 
was tested for this sample by examining the distribution of 
change scores over time for the Life Orientation Test (LOT). 
Caregivers had a mean change score on the LOT of 1.39, s. D. 
= 4.40, with the change scores ranging from -8 (indicating 
an increase in optimism score at Time 2) to +13. Only three 
caregivers showed no change in optimism scores. Twenty six 
caregivers (59%) had change scores indicating decreased 
optimism, with 11 respondents (44%) showing a decrease in 
optimism which was more than one S. D. from the mean. 
Fifteen partners had change scores which indicated an 
increase in optimism at Time 2, with four showing an 
increase which was more than one S. D. from the mean. 
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Correlation between the two Lot scores for the caregivers 
was ~ c .49, p < .001. A t-test indicated a significant 
decline in optimism score for the caregivers at Time 2 (~ • 
2.09, p < .05). 
Patients also showed an overall decrease in optimism 
at Time 2. Mean change score for the LOT for the patient 
group was 1.13, S. D. = 5.95, range • -9 to +18. The same 
number of patients (10) showed an increase in optimism score 
as showed a decrease. Two patients showed a significant 
(more than one S. D. from the mean) increase and two showed 
a significant decrease in level of optimism at Time 2. 
Correlation between the patients' Time 1 and Time 2 LOT 
scores was ~ = .44, p < .05. The overall difference in the 
Time l-Time 2 mean LOT scores for the patient group was not 
significant. 
For the caregivers in this sample, then, level of 
optimism did show significant negative change. This would 
suggest that in the context of a chronic, disabling illness, 
level of optimism should be viewed as a dependent, rather 
than an independent variable. The strains and "daily 
hassles" of caring for a disabled individual, and of coping 
with negative behavioral and personality changes in one's 
partner may make it very difficult to sustain an optimistic 
attitude. 
Change in Other Variables Over Time 
A number of t-test comparisons between Time 1 and Time 
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2 scores were conducted on the major variables employed in 
thi~ study. Significant results of these analyses will be 
discussed briefly in the following sections. All reported t-
test results utilized two-tailed tests of significance. 
Results of these change-based t-tests should be interpreted 
with caution, however, because of the possibility of 
regression toward the mean effects and because of the 
increased likelihood of Type 1 errors when change-based, 
multiple t-tests are used. 
Activity Level. For the caregivers, both overall 
level of religious activity and attendance at religious 
functions declined at Time 2. For religious activity, the ~ 
value was 2.38, p < .05. Por attendance at religious 
functions, the ~ value was 2.42, p < .05. Caregivers' 
scores on the religiosity index declined at Time 2 (~ = 
3.53, p = .001). Patients reported some decline overall in 
their level of socializing at Time 2, but this difference 
did not reach significance. 
Health Factors. Significant changes in self-reported 
health measures were found only for the patients. The 
patients had higher objective health problem ratings at Time 
2 (~ = -4.16, P < .001) and less optimistic expectations for 
their future health (~ = -2.84, p < .01). 
Distribution of change scores on the subjective health 
rating measure was examined in order to determine whether 
there was a subgroup of caregivers who reported significant 
perceived changes in their health after the stroke. 
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Mean 
change in oVerall haalth ratin; was .02, s. D. = .92. 
Twenty-four (48%) of the caregivers had no change in their 
health rating score at Time 2. Eleven (22%) reported their 
health to be worse by one scale score (on a five point 
scale), and two reported their health to be worse by two 
scale scores. Ten caregivers gave themselves an overall 
health rating which was one scale score better at Time 2, 
and three had an overall health rating which was two scale 
scores better at Time 2. Thus, 75% of the caregivers rated 
their own health as the same or somewhat better six to eight 
months after the stroke. 
Stroke-Related Factors. The caregivers' mean rating 
of the patients on the Barthel Index increased significantly 
at Time 2 (~= -3.70, p = .001), a finding consistent with 
other studies of stroke outcome. Not unexpectedly, the 
group of caregivers as a whole were significantly less 
concerned about the possibility of another stroke at Time 2. 
It should be kept in mind, however, that the partners 
expressed fairly high levels of concern about the 
possibility of another stroke at both Time 1 and Time 2, and 
that their responses to open-ended questions at the end of 
the 
was 
interview indicated that concern about 
the greatest stroke-related worry or 
another stroke 
concern of a 
substantial number of both caregivers and patients. 
Social Networks and Social Support. Caregivers 
~-- -- ~----~--- ~ - --~------
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reported significantly more people in their overall networks 
at Time 2 (1 = -2.77, p < .01). They reported significantly 
fewer reciprocal task exchanges (1 = l.33, p < .05) and a 
decreased proportion of the close network providing 
instrumental help at Time 2 (1 = 2.86, p < .01). 
Marital Support. Few significant Time 1-Time 2 
differences based on t-test comparisons were found for the 
various marital support measures. Patients reported a 
significantly increased likelihood that they would confide 
in their partner at Time 2 (t = -2.08, p < .05), while the 
caregiver group reported a decreased likelihood that they 
would confide in their partner at Time 2 (1 = 2.75, p < 
.01). Caregivers also indicated a decreased frequency of 
marital disagreement at Time 2 (1 = 2.65, p = .011). 
Whether this is because the actual frequency of disagreement 
declined related to increased marital harmony or because the 
caregivers were more reluctant after the stroke to express 
opinions which were divergent from the patients' views is 
not known. 
REGRESSION ANALYSES 
Change-Focused Regression AnalYsis 
A number of changed-focused hierarchical regression 
analyses were completed as the final step in the analysis of 
the data generated by this study. The purpose of these 
regression analyses was to investigate the relative 
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contributions of key variables over time to the prediction 
of the dependent variables, caregiver depression and well-
being scores at Time 2. The change-focused regression 
analysis approach adopted for this research was described by 
Cronbach and Furby (1970) and has been utilized in other 
longitudinal studies (Palmore & Kivett, 1977). Variables 
are entered into the regression equation in a specified 
order, such that the effects of a particular variable at 
Time 1 are accounted for immediately before the effects of 
that variable at Tlme 2 are measured. Utilizing this method 
of assessing the predictive value of key Time 1 and Time 2 
variables permits an estimate of the relative influence of 
residual chanqe in a variable over time in explaining the 
variance in the dependent variable. Residual change is the 
change that results independently of the change that would 
be predicted on the basis of initial score on the variable 
(Palmore & Kivett, 1977). The order in which variables are 
entered into the regression equation has the effect of 
controlling for the initial levels of the predictor 
variables when looking at the effects of changes in those 
variables over time. For example, if subjective health 
rating at Time 1 is entered into the equation first, 
followed by subjective health rating at Time 2, any 
additional variance in the dependent variable explained by 
2 
Time 2 subjective health (! Chanqe) is the result of change 
in subjective health over time. 
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Contributors Over Time to Time 2 Depression Score 
Time 2 depression score was regressed on a number of 
key predictor variables, including Time 1 depression score, 
subjective health rating at Time 1 and Time 2, the patient's 
level of ADL functioning at both points in time, and the 
proportion of reciprocal confiding relationships before and 
six monsths after the stroke. Results of the regression 
analysis when all caregivers were included are presented in 
Table LXVIII. The regression equation had a multiple! of 
2 
.78 and an ! of .64. Depression score at Time 1 was 
entered first into the equation, accounting for 30.5% of the 
variance in Time 2 depression level and almost 40% of the 
explained variance. Subjective health rating at Time 1 was 
entered next into the regression equation, followed by 
subjective health rating at Time 2 in order to control for 
perceived health factors, and to determine whether changes 
in perceived health over time helped to explain the variance 
in depression scores. These variables contributed little to 
the explained variance in Time 2 depression score, with each 
accounting for less than 1% of the remaining variance. The 
high degree of stability in the caregivers' health ratings 
over time together with the strong relationship between 
subjective health and Time 1 depression level probably 
account for the small amount of variance in Time 2 
depression explained by subjective health factors. 
The patients' Time 1 level of APL functioning was the next 
TABLE LXVIII 
HIERARCHICAL REGRESSION FOR CES-D, 
TIME 1 AND TIME 2: ALL CAREGIVERS 
Dependent Variable CES-D Time 2 
MULTIPLE R R2 R2 CHANGE 
CES-D, Tl .552 .305 .305 
Subjective Health Rating, Tl .554 .307 .002 
Subjective Health Rating, T2 .559 .313 .006 
Barthel Index, T1 .596 .355 .043 
Barthel Iudex, T2 .607 .369 .013 
Proportion Reciprocal 
Confiding, T1 .618 .382 .012 
Proportion Reciprocal 
Confiding, T2 .672 .452 .070 
Perceived Caregiver Burden .784 .614 .162 
SIMPLE R 
.552 
-.204 
-.185 
-.051 
-.088 
-.334 
-.341 
.496 
BETA 
0.499 
-0.040 
0.072 
0.345 
-0.039 
-0.141 
-0.251 
0.454 
w 
..... 
VI 
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variable entered, and it contributed an additional 4.3% of 
the explained variance in Time 2 depression score. Barthel 
Index score at Time 2 only accounted for an additional 1.3% 
of the variance in depression at Time 2. Thus, change in ADL 
functioning for the patient did not appear to be an 
important predictor of caregiver depression score at Time 2. 
Change in the proportion of reciprocal confiding 
relationships reported at Time 2 explained 7% of the 
remaining variance in Time 2 depression level, after 
controlling for the proportion of reciprocal confiding 
relationships in the pre-stroke network. Entered last into 
the regression equation was perceived caregiver burden, a 
Time 2 measure. This variable proved to be a strong 
predictor 
additional 
of caregiver 
16.2% of the 
depression, 
explained 
accounting 
variance in 
for an 
Time 2 
depression level. 
In summary, the depression score at Time 1 accounted 
for almost 40% of the explained variance in Time 2 
depression level for the caregivers. Even controlling for a 
number of other factors such as perceived health status and 
the patient's level of ADL independence, the degree of 
perceived 
caregiver 
proportion 
caregiver burden was a powerful predictor of 
depression scores at Time 2. Change in the 
of reciprocal confiding relationships at Time 2 
accounted for 7% of the variance in depression score at Time 
2. This is congruent with results obtained by Goldberg and 
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her colleagues (1985), who found high levels of depressive 
sYMptomatology in older women with low levels of intimacy 
within their networks. 
Results of the regression analysis when only female 
caregivers were considered were similar. This information 
is included in Table LXIX. Excluding the male caregivers 
resulted in a regression equation with! = .80, accounting 
for 63.7% of the variance in Time 2 depression score. 
Depression score at Time 1 accounted for slightly less of 
the explained variance in Time 2 depression score, 32.3%. 
Change in subjective health rating at Time 2 explained only 
an additional 1% of the variability in Time 2 depression 
level after controlling for baseline subjective health. 
Again, the strong relationship between Time 1 depression 
level and subjective health resulted in Time 1 subjective 
health explaining none of the variance in Time 2 depression 
score for the female caregivers. The proportion of 
confiding exchanges in the pre-stroke network explained more 
of the variance (6%) than did change in the proportion of 
confiding exchanges over time, which accounted for 2.9% of 
the variance in depression level after pre-stroke level of 
network intimacy was accounted for. Perceived level of 
caregiver 
predicting 
caregivers, 
burden was only slightly less important in 
Time 2 depression score for the female 
accounting for 13.2% of the explained variance 
in the dependent measure. 
-------------- - ----------
TABLE LXIX 
HIERARCHICAL REGRESSION FOR CES-D, TIME 1 AND TIME 2: 
FEMALE CAREGIVERS ONLY 
Dependent Variable CES-D, Time 2 
MULTIPLE R R2 R2 CHANGE SIMPLE R 
CES-D, Time 1 .569 .323 .323 .569 
Subjective Health Rating, T1 .569 .323 .000 -.253 
Subjective Health Rating, T2 .578 .334 .010 -.253 
Barthel Index, T1 .617 .380 .046 -.055 
Barthel Index, T2 .646 .417 .037 -.169 
Proportion Reciprocal 
Confiding, T1 .691 .477 .060 -.509 
Proportion Reciprocal 
Confiding, T2 .711 .506 .029 -.293 
Perceived Caregiver Burden .798 .637 .132 .470 
BETA 
0.510 
-0.136 
0.149 
0.401 
-0.121 
-0.181 
-0.223 
0.414 
w 
..... 
00 
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Contributors Over Time to Positive Well-Being at Time 2 
Hierarchical regression analyses were carried out for 
Time 2 positive well-being, with Time 1 positive well-being 
entered first into the regression equation. Other variables 
included in the regression were Barthel Index score at Time 
1, followed by Time 2 Barthel score, marital happiness 
rating at Time 1, followed by Time 2 marital happiness 
rating, and the total number of confiding exchanges at Time 
1 and Time 2. Results of the regression analysis for 
positive well-being are summari~ed in Table LXX for all 
caregivers and in Table LXXI for female caregivers only. 
When all caregivers were included, the prediction of 
Time 2 positive well-being resulted in a regression equation 
:2 
with R = .74 and R a .54. PSWB score at Time 1 was the 
best predictor of positive well-being at Time 2, explaining 
33.8% of the total variance and 62% of the variance 
accounted for by the regression equation. The next best 
predictor of positive well-being at Time 2 was the number of 
confiding exchanges in the pre-stroke network, accounting 
for 7% of the variance, followed by the patient's Barthel 
Index score at Time 1 as rated by the caregiver (4.3% of the 
variance). Change in the number of confiding exchanges over 
time accounted for an additional 4.1% of the variance in 
Time 2 positive well-being, and change in marital happiness 
rating at Time 2 explained 3.9% of the variability in 
positive well-being. Time 2 Barthel Index score explained 
--- --_._. --------- -- - ------------ .. _-
TABLE LXX 
HIERARCHICAL REGRESSION FOR POSITIVE WELL-BEING, 
TIME 1 AND TIME 2: ALL CAREGIVERS 
Dependent Variable Positive 
Well-Being, Time 2 
MULTIPLE R R2 R2 CHANGE 
Positive Well-Being, Tl .582 .338 .338 
Barthel Index, Tl .617 .381 .043 
Barthel Index, T2 .623 .389 .008 
Marital Happiness Rs.ting, Tl .627 .393 .005 
Marital Happiness Rating, T2 .657 .432 .039 
Total Number of Confiding 
Exchanges, Tl .709 .502 .070 
Total Number of Confiding 
Exchanges, T2 .737 .543 .041 
SIMPLE R 
.582 
.167 
-.100 
.137 
.304 
.406 
.406 
BETA 
0.430 
0.238 
-0.095 
-0.204 
0.325 
0.162 
0.264 
W 
N 
o 
TABLE LXXI 
HIERARCHICAL REGRESSION FOR POSITIVE WELL-BEING, 
TIl-IE 1 AND TIME 2: FEMALE CAREGIVERS ONLY 
Dependent Variable Positive 
Well-Being, Time 2 
MULTIPLE R R2 R2 CHANGE 
Positive Well-Being, T1 .517 .267 .267 
Barthel Index, T1 .584 .341 .074 
Barthel Index, T2 .620 .384 .043 
Marital Happiness Rating, T1 .634 .403 .018 
Marital Happiness Rating, T2 .681 .464 .061 
Total Number of Confiding 
Exchanges, T1 .696 .484 .020 
Total Number of Confiding 
Exchanges, T2 .715 .511 .027 
SIMPLE R 
.517 
.241 
-.104 
.129 
.361 
.274 
.311 
BETA 
0.367 
0.406 
-0.231 
-0.182 
0.370 
0.090 
0.20B 
W 
N 
...... 
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little of the variance in well-being at Time 2 after the 
patient's initial level of ADL independence was taken into 
account. Conversely, pre-stroke marital happiness accounted 
for less of the variability in Time 2 PSWB score than did 
change in the perception of marital happiness over time. 
Thus we see that while positive change in the assessment of 
marital happiness appeared to contribute to positive well-
being in the caregivers at Time 2, both the pre-stroke 
number of confiding exchanges in the network and changes in 
the number of confiding exchanges over time were important 
for caregiver positive well-being. 
When only female caregivers were considered, slightly 
less of the variability in positive well-being at Time 2 was 
2 
explained, with & = .72 and & = .51. Time 1 PSWB score 
accounted for somewhat less of the variance in positive 
well-being at Time 2, 26.7%. Barthel Index score at Time 1 
explained 7.4% of the variance in Time 2 positive well-
being. Interestingly, change in the patient's Barthel Index 
score over time accounted for an additional 4.3% of the 
variance in PSWB score at Time 2, but the relationship was a 
negative one. Marital happiness rating also had more 
predictive power for the female caregivers, with change in 
marital happiness explaining an additional 6.1% of the 
variance in Time 2 PSWB score after controlling for pre-
stroke marital happiness. While the total number of 
confiding exchanges continued to explain some of the 
--------_. ----------
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variability in positive well-being, they were less powerful 
predictors for the female caregivers after the effects of 
other variables were controlled. The total number of 
confiding exchanges in the pre-stroke network explained 2% 
of the PSWB score variance, while change in the number of 
confiding relationships reported over time accounted for an 
additional 2.7 percent of the variance in Time 2 positive 
well-being. 
Contributors Over Time to Negative Well-Being at Time 2 
The hierarchical regression equation for negative 
well-being at Time 2 included negative well-being score at 
Time 1 as the first predictor variable. Subjective health 
rating at Time 1 and Time 2, stroke severity rating at Time 
1 and Time 2, satisfaction with the quality of network 
contacts at Time 1 and Time 2, perceived caregiver burden, 
and site of lesion as a dummy variable were the other 
variables included. They were entered in the order 
specified above. Left hemisphere site of lesion was entered 
before right hemisphere site of lesion. 
Results of the regression analysis for all caregivers 
are presented in Table LXXII. The regression equation had a 
2 
multiple ! of .80 and an! of .64. As expected, negative 
well-being score at Time 1 was the strongest predictor of 
Time 2 negative well-being level, accounting for 46.2% of 
the variance in negative well-being at Time 2, and 72% of 
the total explained variance. Subjective health rating 
-------- ------- ----_. --_. 
TABLE LXXII 
HIERARCHICAL REGRESSION FOR NEGATIVE WELL-BEING, 
TIME 1 AND TIME 2: ALL CAREGIVERS 
Dep~ndent Variable Negative 
Well-Being, Time 2 
MULTIPLE R R2 R2 CHANGE 
Negative Well-Being, Tl .680 .462 .462 
Subjective Health Rating, Tl .680 .462 .000 
Subjective Health Rating, T2 .680 .463 .001 
Stroke Severity, Tl .697 .486 .023 
Stroke Severity, T2 .726 .527 .041 
Satisfaction with Quality of 
NW Contacts, Tl .729 .532 .005 
Satisfaction with Quality of 
NW Contacts, T2 .731 .534 .003 
Perceived Caregiver Burden .745 .556 .021 
Site of Lesion (Left Hemis.) .797 .635 .080 
Site of Lesion (Rt. Hemis.) .799 .639 .004 
SIMPLE R 
.680 
-.250 
-.105 
.237 
.348 
-.421 
-.365 
.414 
-.493 
.379 
BETA 
0.380 
-0.084 
0.251 
-0.035 
0.094 
-0.034 
-0.072 
0.325 
-0.462 
-0.110 
W 
N 
.p. 
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contributed less than 1% to explaining the variance in 
negative well-being at Time 2, once Time 1 NGWB score was 
considered. This is not surprising, given that subjective 
health rating was the strongest predictor of negative well-
being at Time 1, and that the caregivers' subjective health 
ratings remained quite stable over time. 
A left hemisphere site of lesion was the next best 
predictor of negative well-being at Time 2, explaining 8% of 
the variance in caregiver NGWB score. This relationship 
between left hemisphere site of lesion and caregiver 
negative well-being was a negative one, as previously noted. 
In other words, patients with right hemisphere or other 
types of lesions were more likely to have partners with high 
negative well-being scores. Stroke severity at Time 2 
accounted for 4.1% of the variance in caregiver negative 
well-being 
rating at 
score, after controlling 
Time 1. This finding 
for stroke severity 
suggests that those 
caregivers who saw less positive change in their 
over time in terms of what the patient could do for 
partners 
himself 
or herself experienced higher levels of negative well-being 
over time, regardless of initial perceived severity of the 
stroke-related problems. Perceived caregiver burden 
explained an additional 2.1% of the variability in caregiver 
negative well-being at Time 2, after controlling for initial 
negative well-being score, caregiver subjective health and 
perceived stroke severity. The social support measure, 
--- -----------_ .. _---- .. _-- •.. 
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satisfaction with quality of network contacts before the 
stroke, explained less than 1% of the variability in 
negative well-being at Time 2. Change in satisfaction with 
the quality of network contacts after the stroke was not a 
strong predictor of negative well-being. 
For the female caregivers, the regression analysis 
resulted in a Multiple & of .84, accounting for 71.2% of the 
variance. This information is summarized in Table LXXIII. 
Negative 
less of 
well-being score at Time 1 accounted for slightly 
the variance in Time 2 NGWB score for the female 
caregivers, 44.3%. Stroke severity rating at Time 1 and at 
Time 2 independently accounted for more variability in 
caregiver negative well-being, 6.1% and 7% respectively. 
Thus we see an even stronger effect on well-being for the 
female caregivers of a perceived lack of improvement in the 
patient's ability to function independently at Time 2. A 
left hemisphere site of lesion continued to contribute 
significantly to explaining the variance in Time 2 negative 
well-being for the caregivers, accounting for 10.1% of the 
variance in the outcome measure. This relationship between 
left hemisphere site of lesion and lower negative well-being 
score was seen consistently both at Time 1 and Time 2. 
Caregiver level of burden explained an additional 1.8% of 
the variance. Neither baseline levels of subjective health 
and satisfaction with the quality of network contacts, nor 
changes in these variables over time contributed to 
- --------------------
TABLE LXXIII 
HIERARCHICAL REGRESSION FOR NEGATIVE WELL-BEING, 
TINE 1 AND TIME 2: FEMALE CAREGIVERS ONLY 
Dependent Variable Negative 
Well-Being, Time 2 
MULTIPLE R R2 R2 CHANGE 
Negative Well-Being, Tl .666 .443 .443 
Subjective Health Rating, Tl .666 .443 .000 
Subjective Health Rating, T2 .668 .446 .002 
Stroke Severity Rating, Tl .712 .506 .061 
Stroke Severity Rating, T2 .759 .576 .070 
Satisfaction with Quality of 
NW Contact, Tl .766 .587 .010 
Satisfaction with Quality of 
NW Contact, T2 .766 .587 .000 
Perceived Caregiver Burden .779 .605 .018 
Site of Lesion (Left Hemis.) .840 .706 .101 
Site of Lesion (Rt. Hemis.) .844 .712 .005 
SIMPLE R BETA 
.666 0.274 
-.258 -0.158 
-.091 0.315 
.339 -0.009 
.491 0.223 
-.454 -0.088 
-.390 -0.025 
.452 0.302 
-.540 -0.517 
.411 -0.13 l l 
w 
N 
-.J 
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predicting the variability in Time 2 negative well-being. 
SUMMARY: CHANGE OVER TIME 
Analysis of the distribution of change scores for the 
outcome measures revealed that except for a few 
and patients, depression and well-being scores 
relatively stable over time. The small numbers of 
caregivers 
remained 
subjects 
in the change groups did not permit meaningful statistical 
analyses of the correlates of change in depression and well-
being levels in these subgroups of patients and caregivers. 
Scores on some of the independent variables did change 
significantly over time. For the patients, objective health 
factors and expectations for future health showed negative 
changes. Caregivers saw significant improvement in the ADL 
functioning of the patients over time, and became less 
concerned as a group about the possibility of another 
stroke. Their overall networks increased in size at Time 2, 
but they reported fewer reciprocal task exchanges and a 
decreased proportion of instrumental help from the close 
network. Patients indicated an increased likelihood of 
confiding in their partners at Time 2, while the caregivers 
reported a decreased likelihood that they would confide in 
their partner after the stroke. 
The best predictor of Time 2 depression level for the 
caregivers was Time 1 depression score. 
burden also contributed substantially 
~- -----"- ----------
Perceived caregiver 
to explaining the 
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variance in Time 2 depression. The proportion of reciprocal 
confiding relationships within the close network before the 
stroke was less predictive of depression score than the 
degree of change in this variable over time. Positive well-
being score at Time 1 explained most ~f the variance in Time 
2 caregiver positive well-being. Other predictors of 
positive well-being over time were the patient's initial 
level of ADL functioning, the number of confiding 
relationships in the pre-stroke network, the caregiver still 
reporting a relatively high level of marital happiness after 
the stroke, and change in the number of confiding 
relationships reported over time. As was true for the other 
outcome measures, the level of negative well-being 
experienced at Time 2 was best predicted by the negative 
well-being score at Time 1. Site of lesion being in the 
left hemisphere, stroke severity rating, and perceived 
caregiver burden also made contributions to explaining the 
level of negative well-being at Time 2. 
Chapter VIII will discuss the general findings of the 
study as well as their implications for intervention 
strategies and future research. 
CHAPTER VIII 
DISCUSSION AND IMPLICATIONS OF THE STUDY 
The 
presented 
individual, 
DISCUSSION 
model of adaptation 
in Chapter II included 
characteristics of 
to a stroke which was 
characteristics of the 
the stroke disability, 
perceptions of the stroke, social network and support 
factors, and elements of the partner relationship as 
potentially important predictors of adaptive functioning and 
well-being in stroke patients and their partner-caregivers. 
Based on previous investigations, the model predicted 
that the severity of the stroke and related functional 
levels of independence in activities of daily living would 
have an influence on both partners' well-being. It was also 
predicted that higher levels of depressive symptomatology 
would be associated with increased severity of the stroke 
and with lower levels of functional ADL independence. Site 
of the stroke lesion (right or left hemisphere) was expected 
to influence depression and well-being to the degree that 
the ability to interact in socially appropriate ways was 
altered. Left hemisphere site of lesion, with its 
associated effects on the patient's ability to verbally 
communicate, was expected to result in poorer caregiver 
outcomes. Feelings of guilt or blame regarding the stroke's 
occurrence, greater concern about having another stroke or 
'--'.~-- -. _._----------------- ----
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about the availability of assistance in the future, and the 
perception of the stroke a~ seve~ely disabling were expected 
to be associated with higher depression levels, lower 
positive well-being, and higher negative well-being. For 
the caregivers, greater feelings of burden related to caring 
for the stroke patient were predicted to be related to 
higher depressive symptom level and less positive well-
being, as were perceived negative behavior and personality 
changes in the patient. 
Better perceived 
health problem score, 
health status, a lower objective 
a greater level of optimism, and 
higher degree of religiosity were individual characteristics 
which were expected to be predictive of better mood and 
coping for both patients and caregivers. 
Previous research on coping with a chronic health 
condition led to the prediction in the model for this study 
that pre-stroke levels of social activity and social network 
integration would be related to depression and 
outcomes. That is, higher pre-morbid levels 
well-being 
of social 
integration would be associated with lower levels of 
depression and greater positive well-being. 
Based on descriptive studies of the impacts of stroke 
as well as the investigator's personal experience in working 
with stroke patients and their families, negative impacts on 
the social networks of the subjects in this study were 
expected. It was predicted that social networks would 
------------------------
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diminish in size, and that frequency of contact with network 
members would be decreased compared to pre-stroke levels. 
The networks of patients and caregivers were expected to 
become more dense, or interconnected. Some change in the 
relationship compositon of the networks in the direction of 
fewer friends and more relatives was predicted. 
Furthermore, based on exchange and reciprocity theory, 
it was hypothesized that the level of reciprocity within the 
exchange networks of both patients and caregivers would be 
reduced after the stroke, and that decreases in reciprocity 
would be associated with higher negative well-being and 
depression scores. Based on previous stroke 
(McLeroy et al., 1985), research related to other 
research 
illnesses 
and disabilities such as cancer (Dunkel-Schetter, 1984), 
recent social network studies (Fiore et al., 1983; Rook, 
1984), and on reciprocity theory, some negative impacts of 
social support and social network interaction were 
predicted. These predictions were related to expectations 
that, following a stroke, some network support attempts 
would be inappropriate, that expectations of support might 
not always be congruent with actual provisions of support, 
and that assistance which can no longer be reciprocated 
might result in negative feelings of well-being. 
Aspects of the patient-caregiver relationship which 
were expected to be related to outcomes for both partners 
were their individual perceptions of the overall 
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relationship quality, the level of perceived communication 
within the relationship, the amount of shared partner 
activity, and the reported frequency 
disagreement. Other factors related to 
relationship included the degree of overlap 
social networks, the congruence of their 
regarding the stroke, and the impact of 
of marital 
the couple's 
between their 
perceptions 
one partner's 
affect, level of optimism, and feeling of well-being on the 
other member of the dyad. All of these associations were 
predicted to be in the expected direction. Greater 
with overlap was predicted to be associated 
depression and negative well-being levels, and 
positive well-being. 
network 
higher 
lower 
Finally, it was expected that overall the patients 
would show higher levels of depressive symptoms and of 
negative well-being, and lower levels of positive well-being 
than general community samples. For the caregivers, no 
clear prediction about overall levels of depression and 
well-being was made. 
To explore these questions and test these predictions, 
data were gathered from 50 partners of recent stroke victims 
and from the patients themselves when possible. The 
partners provided information about those patients who were 
unable to respond. Information was obtained at two points 
in time, shortly after the stroke occurrence and six months 
later. This permitted the investigation of changes in all 
~~---.--. - -- ------------.~.--- .. __ . 
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of the major variables over time. 
Descriptive Results 
First, descriptive analyses of demographic, social 
network, and social support factors were completed. The 
results of these descriptive analyses were reported in 
detail in Chapters IV and V. Few demographic changes were 
found over time except for the expected decline in the 
number of patients who were employed after the stroke. 
About 40% of the subjects felt that their economic 
circumstances had declined since the stroke. Significant 
declines in the reported frequency of religious activity and 
attendance were found for the caregivers at Time 2, although 
the overall level of social activity reported did not 
decrease 
Overall, 
remained 
significantly for either caregivers or 
the self-reported health status of the 
stable over time, while that of the 
patients. 
caregivers 
patients 
declined, not unexpectedly. Caregivers became less 
concerned about the possibility of another stroke at Time 2. 
Overall, the patients improved significantly in their 
functional ADL status as rated by their spouses. 
This study focused particularly on social network and 
social support changes related to a first, disabling 
stroke. Table LXXIV contains a summary of the various 
social network and social support measures obtained in the 
study. Some predictions regarding negative changes in the 
structural and interactional aspects of the social networks 
TABLE LXXIV 
SUMMARY OF SOCIAL NETWORK AND SOCIAL SUPPORT MEASURES 
OBTAINED IN THE STUDY, TIME 1 AND TIME 2 
Structural Network Measures 
Size of the Overall Network (up to 20 persons) 
Size of the Intimate Network (up to 10 persons) 
Gender, Age, and Relational Composition 
Network Density and Degree 
Network Overlap (between partners' networks) 
Geographical Distance of NW Members 
Interactional Network Measures 
Frequency of Face-to-Face Contacts 
Frequency of Other Types of Contacts 
social Integration Measures 
Level of Social Activity 
Organizational Memberships 
Volunteer Organization Involvement 
Social Support Measures 
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Amount and Proportion of Instrumental Task Assistance 
Amount and Proportion of Illness Help 
Amount and Proportion of Confiding Support 
Amount and Proportion of Informational Support 
Amount and Proportion of Socializing Support 
Total Number and Proportion of Reciprocal Support 
Exchanges, by Type of Support 
Specific, Stroke-Related Support 
Perceived Ouality of Network Support 
Satisfaction with Overall Amount of Support 
Satisfaction with Overall Quality of Support 
Negative Aspects of Support 
Number of Persons Helping Less than Expected 
Number of Persons Who Make Things Worse 
Number of Persons Who Don't Get Along With 
336 
were confirmed by the data, while others were not. The 
expected declines in overall network size after the stroke 
were not 
patients. 
found 
In 
for the caregivers or for the 
fact, the number of network members 
stroke 
in the 
larger network increased significantly for the caregivers. 
Likewise, data analysis did not reveal any significant 
declines in the frequency of face-to-face contacts with 
network members, as had been predicted, although 
of other types of contacts did decline at Time 2 
patients 
seen in 
and 
the 
caregivers. 
relationship 
Minimal changes over 
composition of the 
frequency 
for both 
time were 
partners' 
networks. For the patients, however, the predicted decline 
in the number and proportion of friends in the network and 
increase in the number and proportion of relatives in the 
network was observed at Time 2. Network density and overlap 
did increase at Time 2, as expected, but the magnitude of 
the increase was small. 
Some of the predicted changes regarding network social 
support were confirmed. Caregivers reported both giving and 
receiving less support from their close network at Time 2, 
across types of support. Patients reported receiving more 
instrumental help from the close network after the stroke, 
and slightly more confiding help, but less informational 
assistance. Interestingly, they saw themselves at Time 2 as 
providing 
but more 
less instrumental aid to members of the network, 
confiding support and informational help. The 
._-.. _--_. ------------ --_._. 
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patients in this study appeared to maintain a sense of 
reciprocity within their networks by viewing themselves as 
providing more confiding and informational support to 
network members after the stroke, when they were less able 
to offer instrumental or task-oriented assistance to others. 
The patients did not show the expected decline in 
socializing support at Time 2, nor did the caregivers. The 
expected decline in the number and proportion of reciprocal 
support exchanges did not occur for this sample. Some 
changes in the direction of support were seen, however. 
Caregivers saw themselves as providing less confiding 
support to members of their network at Time 2, and there was 
an increase from 16 to 30% in the proportion of the sample 
who reported being overhelped in the exchange of confiding 
support. 
With regard to the prevalence of depressive symptoms 
in the sample, as expected, a fairly high proportion (25%) 
of the group of less communicatively impaired stroke 
patients had scores indicative of being at high risk for 
depression. What was not expected was that almost half of 
the caregivers (48%) scored above the cutoff level on the 
CES-D at Time 1. These percentages decreased slightly at 
Time 2 (to ~3% for the patients and 45% for the partners), 
but remained considerably higher than the proportion of 
individuals at risk for depression among the general 
population of elderly persons. Results of this study, then, 
- --------.. ---_._---------_ .. _ .... - -_. 
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confirmed what previous researchers have suggested: that a 
chronic, disabling illness has serious negative impacts on 
the psychological status of the primary caregiver, 
particularly on the spouse. 
Consistent with expectations, the patients' positive 
well-being scores decreased over time, while their negative 
well-being scores increased slightly. Caregivers maintained 
their level of positive well-being at Time 2, while their 
reported level of negative well-being decreased slightly. 
Both patients and partners reported scores on the IPWB which 
were similar to those reported for community samples. The 
caregivers as well as the patients reported fairly high 
levels of optimism at Time 1. Optimism score (LOT) 
decreased significantly for the caregivers at Time 2, but 
not for the patients. 
Correlational Results 
Numerous Pearson and Kendall correlation coefficients 
were computed in order to investigate whether this study 
confirmed predicted relationships between outcome variables 
and other factors. 
Depression. Health 
perceived, was expected to 
related to depression score. 
status, both objective and 
be strongly and negatively 
In fact, results of the study 
confirmed the frequently found negative relationship between 
health status and depression. For the caregivers, 
subjective health rating was the most strongly correlated 
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a 
all 
being 
the 
with depression, with objective health score also 
correlate of depression level. These associations were 
in the expected direction of poorer health rating 
correlated with a higher depression score. For 
patients, a higher objective health index score and 
optimistic expectations for future health were 
correlated with a higher level of depression. 
less 
both 
Several of the predictions made in Chapter II involved 
stroke-related variables. These proved to be strong 
correlates of depression. For the caregivers, a higher 
depression score was associated with greater concern about 
caring for the patient in the future, a lower level of 
patient ADL functioning, feeling that they could have done 
something to prevent the stroke, and a higher overall stroke 
severity rating. These findings are consistent with those 
of Unks (1983), who found the perceived severity of the 
stroke patient's disabilities to be the strongest predictor 
of spouse well-being. 
The patients' depression scores were positively 
related to feeling that they could have done something to 
prevent the stroke, and concern about their partner's 
ability to care for them in the future. 
At Time 2, stroke-related variables continued to be 
related significantly to depression score. For the 
caregivers, a greater level of perceived burden, along with 
increased frequency of negative behaviors and personality 
traits 
patient 
scores. 
in the patient and decreased frequency 
behaviors were correlated with higher 
Stability of personality and 
of 
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positive 
depression 
behavior 
characteristics in the patient was related to lower levels 
of depressive 
1978a, 
symptoms. Several writers 
1978b; Stein et al., 1985) 
(Binder, 1983; 
have suggested Lezak, 
that coping with negative personality and behavior changes 
the stroke patient is more stressful than the necessity 
provide physical assistance. Both the patients' and the 
in 
to 
caregivers' ratings of the patient's functional independence 
were negatively related to the patients' depression 
Patients who continued at Time 2 to feel that they 
have done something to prevent the stroke were more 
scores. 
could 
likely 
to 
that 
have higher depression scores. Thus, the 
stroke severity rating would be related to 
prediction 
depression 
score was generally upheld. 
For the caregivers, previous levels of social activity 
and social support were negatively correlated, as expected, 
with Time 1 depression level. For the patients, no network 
support measures were significantly associated with 
depression at Time 1, but several aspects of conjugal 
support, both positive and negative, were correlated with 
depression score. Frequency of marital disagreement was 
positively related to depression level. If the partners 
reported they were more likely to share concerns with the 
patient before the stroke, the patients were more likely to 
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have higher depression scores at Time 1. 
At Time 2, both positive and negative aspects of 
network relationships were reflected in the correlations of 
these variables with depression. The number of network 
members who were difficult to get along with, the amount of 
overlap between the patient's and caregiver's network, the 
frequency of face-to-face contacts, and the number of task 
exchanges 
depression 
predictions 
were positively correlated with the caregivers' 
scores. These relationships confirmed 
about the potential negative impacts of the 
network in the situation of coping with a chronic, disabling 
illness. On the other hand, greater network density was 
associated with lower depression levels at Time 2 for the 
caregivers, when the predicted relationship was a positive 
one between density and depression score. Apparently, as 
other researchers have suggested (Hirsch, 1980), tightly 
knit networks may serve a necessary support function for 
older persons, and in the context of a chronic illness, 
whereas less dense networks may be more beneficial to those 
experiencing life transitions which are off-time events or 
which require new sources of information and advice. 
Similar results were seen in the pattern of 
correlations between support measures and patient depression 
scores. Higher levels of some types of instrumental help, 
such as transportation assistance, were associated with 
higher depression scores for the patients. While it is 
possible that this relationship between levels 
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of 
instrumental support and depression may simply be indicative 
of the relationship of both higher levels of support and 
depression score to severity of the stroke disability 
(Dunkel-Schetter, 1984) , it is also possible that 
inappropriate levels of support are responsible for the 
correlation between support levels and depression. 
Furthermore, we had predicted that those patients who had 
previously been more socially integrated and who retained 
more friends in their network at Time 2 would be functioning 
better psychologically after the stroke. What was found, 
however, was that indicators of social connectedness such as 
the proportion of friends in the network were, in fact, 
associated with higher depression levels. Possible reasons 
for these seemingly contradictory findings were discussed in 
Chapter VI, including the notion of stigma attached to a 
stroke. As Hyman (1971) found, those stroke patients who 
had been more socially active prior to their stroke reported 
more feelings of being stigmatized by their stroke-related 
problems early in their rehabilitation program, and had 
poorer rehabilitation outcomes, despite initial functional 
levels comparable to patients who did not express feelings 
of being stigmatized. A possible explanation for the fact 
that those patients in the present study who retained a 
greater proportion of friends in their networks at Time 2 
also reported higher depression scores is that contacts with 
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friends reinforced feelings of being stigmatized. This 
could be because of patient self-perceptions (that is social 
comparison processes involving the present self compared to 
friends and former self) or because of reactions of friends 
to the changed status of the patient (Dunkel-Schetter & 
Wortman, 1982~ Wortman & Dunkel-Schetter, 1979). Some 
support for these interpretations is found in the fact that 
overall satisfaction with the amount network contacts was 
associated with lower depression scores for the patients. 
That is, satisfaction with the amount of network contact 
appeared to be independent of the actual level of social 
connectedness with friends following the stroke. 
Well-Being 
Examination of the correlations between the major 
independent variables and well-being scores were similar to 
the findings regarding depression scores. Positive well-
being for the caregivers was related in the expected 
direction to a number of measures of social activity and 
social support. especially at Time 1. including the level of 
overall social activity before the stroke. This was an 
expected outcome. and consistent with research findings on 
the correlates of morale and well-being in older persons. 
Frequency of network contacts in the immediate post-stroke 
period was also positively associated with caregiver well-
being. For the patients, a different picture emerged. 
Levels of pre-stroke social activity and shared marital 
-----------------------
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activity were associated at Time 1 with lower patient 
positive well-being. 
With regard to negative well-being, correlational 
associations were in the expected direction for health and 
stroke-related factors except for the relationship between 
site of lesion and negative well-being. Whereas it had been 
predicted that a left hemisphere lesion would be related to 
more negative caregiver well-being, because of the greater 
incidence of significant communication problems in persons 
with left hemisphere strokes, just the opposite was found. 
The patient having had other than a left hemisphere stroke 
was strongly related to higher negative well-being. 
Apparently, the affective and behavioral changes frequently 
associated with right hemisphere strokes were stronger 
correlates of caregiver well-being than were stroke-related 
communication problems. As discussed in Chapter 1, the 
literature on the impacts of stroke has reported 
contradictory findings concerning the effect on the 
caregiver of the site of the stroke lesion. Artes and Hoops 
(1976), Fengler and Goodrich (1979), and Kinsella and Duffy 
(1979, 1980) reported the spouses of left-hemisphere damaged 
patients with aphasia to be doing less well psychosocially 
than the wives of right-hemisphere damaged patients without 
aphasia. On the other hand, Coughlan and Humphrey (1982) 
found that the partners of individuals with right hemisphere 
strokes and hemiplegia were more likely to report decreased 
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enjoyment of life. The psychological impacts on the spouse 
were not measured in the same way in any of these studies, 
and none of them used standardized measures of psychological 
well-being, as was done in the present study, which may 
partially explain the differences in results. Also, the 
severity of the communication problem and the presence or 
absence of hemiplegia may have been factors which influenced 
results. 
Stroke-related concerns and objective health 
were more strongly related to negative well-being 
problems 
for the 
patients 
althouoh 
than were network or conjugal 
support was also important. 
support variables, 
As was seen for 
depression and for positive well-being, having been more 
socially integrated before the stroke was associated with 
higher negative well-being for the patients at Time 1. 
At Time 2, health, network support, and marital 
support factors were all significantly associated in the 
expected direction with positive well-being for the 
caregivers. For the patients, maintaining a high level of 
shared marital activity after the stroke was associated with 
higher positive well-being. Correlates of negative well-
being for the caregivers, all in the expected direction, 
were stroke-related factors, especially degree of perceived 
burden, satisfaction with the amount and quality of network 
contact, network density, and several other measures of 
social integration and support. Several aspects of the 
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marital relationship were also predictably related to the 
caregivers 'negative well-being scores. Clearly, the level 
of pre-stroke social connectedness that was maintained over 
time had positive effects on the caregivers' well-being. 
These results confirm the findings of previous studies 
regarding the impacts of perceived burden (Zarit et al., 
1980; Zarit et al, in press), the importance of the 
perceived adequacy of network support (Cohen et al., 1984: 
Turner et al., 1983), and the importance of socializing 
contacts (Fiore et al, 1983: Rook, 1984). 
Again, the opposite pattern was seen for the patients. 
At Time 2, as had been observed at Time 1, patients who 
reported higher levels of social activity and who had a 
greater proportion of friends in their network were more 
likely to have higher negative well-being scores. On the 
other hand, greater network density, and satisfaction with 
the amount of network contact were correlated with lower 
negative well-being scores. Health factors were importantly 
related to negative well-being for the patients, especially 
a perceived negative change in health status from Time 1 to 
Time 2. 
To summarize 
relationships were 
the correlational results, predicted 
found between health status and the 
outcome measures, and between the stroke-related variables 
and the outcome measures. Some of the expected 
relationships between social network and support factors and 
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well-being and depression were confirmed, while others were 
not. A number of negative network impacts on the patients 
and the caregivers were suggested by the correlational 
results. 
Results of Regression Analyses 
For the caregivers, a series of regression analyses 
explored the best predictors of depression and well-being at 
Time 1 and Time 2, and over time. These analyses were 
carried out with all of the caregivers included as well as 
with only the female caregivers included. 
Time 1. As has been found in many previous studies, 
the best predictor of caregiver depression score at Time 1 
was subjective health rating. Subjective health status is 
gobal construct which has repeatedly been shown to be 
predictive of and related to psychological well-being in the 
general population. The patient's level of ADL functioning, 
concern about being able to care for the patient in the 
future, and the proportions of instrumental task assistance 
and reciprocal confiding within the pre-stroke network were 
also independently predictive of depression score. These 
results are consistent with the hypotheses stated in Chapter 
II. 
Positive well-being was best predicted by the 
patient's level of functioning in activities of daily 
living, together with a number social network and support 
factors: the level of pre-stroke social activity, the 
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degree of shared marital activity, the number of task 
exchanges in the pre-stroke network, and the overall rating 
of the quality of the partner relationship before the 
stroke. 
The best predictor of negative well-being at Time 1 
was subjective health rating, followed by the site of lesion 
being in the right hemisphere, satisfaction with the quality 
of network contacts, and overall rating of marital 
happiness. 
Time 2. The strongest predictor of depression score 
at Time 2 was the degree of perceived caregiver burden. 
Objective health rating, and network density also added to 
the explained variance in depression score. 
The number of confiding exchanges with network 
members, subjective health rating, marital happiness rating, 
and perceived severity of the stroke were the best 
predictors of positive well-being at Time 2, although 
together they only accounted for 29% of the variance in PSWB 
score. 
best 
Negative 
predicted 
well-being at Time 2 for the caregivers was 
by the perceived severity of the stroke, 
followed by satisfaction with the amount of network contact, 
perceived caregiver burden, and network density. 
Predictors Over Time. The level of depressive 
symptomatology at Time 1 was the best predictor of Time 2 
depression score, as was expected. After controlling for 
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sUbjective health and the patient's level of ADL functioning 
at Time 1 as well 8S changes in these factors over ... .. lome, 
perceived caregiver burden at Time 2 was a strong predictor 
of depression score. The proportion of reciprocal confiding 
exchanges in the network at Time 2, after accounting for the 
level of pre-stroke network confiding, also explained a 
substantial amount of the variance in Time 2 depression. 
The patient's level of ADL functioning at Time 1 
contributed to the variance in Time 2 depression as well. 
Time 2 positive well-being score was best predicted by 
Time 1 positive well-being score, followed by the number of 
confiding exchanges at Time 1, Barthel Index score at Time 
1, change in the number of confiding exchanges over time, 
and changes in perceived marital happiness over time. 
Similarly, negative well-being score at Time 1 
accounted for most of the explained variance in Time 2 
negative well-being score. After controlling for subjective 
health rating, stroke severity rating, satisfaction with the 
quality of network contacts, and degree of perceived 
caregiver burden, a left hemisphere site of lesion accounted 
for 8% of the variance in negative well-being. As 
previously discussed, a left hemisphere stroke was was 
predictive of a lower negative well-being score. Change in 
perceived stroke severity at Time 2, stroke severity at Time 
1, and perceived burden also added to the prediction of 
caregiver negative well-being score at Time 2. 
350 
In conclusion, results of the regression analyses 
confirmed the importance of some social network and social 
support factors in explaining adaptation to a chronic, 
disabling illness. The results also supported the 
importance of subjective health factors, perceptions of 
stroke severity, the degree of felt burden, and partner 
support in predicting depression and well-being in the 
caregivers over time. 
IMPLICATIONS OF THE STUDY 
The findings of this study have implications for those 
health care practitioners dealing directly with stroke 
patients and their families, and for those planning and 
developing intervention programs. First, this study clearly 
confirms that depression and negative feelings of well-being 
are not infrequent or isolated occurrences even in a sample 
of relatively independently functioning stroke patients who 
are living at home. While a number of recent studies have 
suggested that depressive symptoms are neither recognized 
nor treated as frequently as they should be in people who 
have suffered strokes (Robinson, 1986), this information 
needs to be more widely disseminated. Furthermore, 
depression scores in this sample of caregivers and patients 
fluctuated as much as 30 points in either direction over 
time. Initial assessment that the patient and caregiver are 
doing well or poorly may not be predictive of how they will 
be coping in six months or a year's time. 
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Subtantial 
changes in depression scores over time in both positive and 
negative directions were observed for about one quarter of 
the sample. The need for a periodic or continuing contact 
with these families is underlined by the results of this 
study. 
The fact that almost half of the caregivers remained 
at high risk for depression at six to eight months after the 
stroke points up the need for treating the partner as well 
as the patient. Caregiver support groups have become 
increasingly available in recent years, but the need for 
specific outreach to distressed caregivers by health care 
professionals should be recognized. Of the caregivers in 
this study, very few were aware of stroke support groups in 
their area at Time 2, and almost none had attended any 
support group or stroke club meetings. Yet these informal 
support groups exist throughout the metropolitan area. 
Referral for individual counseling and mental health 
assistance for those caregivers at risk for depression 
should occur more frequently than it appears to happen at 
present. 
Specific outcomes of the study have important 
implications for the content of counseling with stroke 
families. Basic information about stroke and the causes of 
stroke may not alleviate the feelings of guilt or blame that 
a number of the patients and some caregivers expressed, but 
~-----.-. -------------
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these feelings need to be dealt with throughout the course 
of rehabilitation and in follow-up visits. Basic 
information regarding preventive measures and medications to 
prevent the occurrence of another stroke repeated as 
often as necessary, may help to alleviate the concerns of 
caregivers and patients. Medical advances in the treatment 
and prevention of the causes of stroke need to be 
communicated to these families. A high proportion of 
respondents at Time 2 indicated that the fear of another 
stroke was their greatest worry or concern. 
While there is a tendency to view patients and 
caregivers with large support systems and a high level of 
social activity as coping well after a stroke, the possible 
incongruity between the partner's need to maintain social 
contacts and the apparent distress that some patients feel 
in social interaction situations should be explored. 
Including close friends and family members other than the 
spouse in counseling may help them to understand that 
seemingly supportive interactions with the patient and 
caregiver can have negative effects as well as positive 
ones. More positive ways of interacting and supporting the 
stroke patient could be taught and modelled for these 
patients. 
One of the important findings of the study related to 
social network support was that the caregivers perceived a 
decline in reciprocity in their network exchanges after the 
----------- - -- ------
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stroke. In addition, change in the proportion of reciprocal 
confiding exchanges was found to be an important predictor 
of caregiver depression score at Time 2. Many researchers 
have emphasized the importance of maintaining reciprocal 
helping relationships to an individual's sense of well-
being. One of the aspects of caregiver support that needs 
to be emphasized in intervention models is the maintenance 
of a sense of reciprocity for the caregiver, and the 
fostering of substitute confiding relationships if the 
stroke patient is no longer able to fulfill that role within 
the marriage. Indeed, caregiver support groups themselves 
may at least partially serve this function. 
~inally, the families in this study were not frequent 
users of community assistance and other formalized support 
programs either before or after the stroke. In response to 
open-ended questions at the end o~ the Time 2 interview, 
however, 
they had 
helpful. 
they did mention several types of services which 
found diffic~lt to obtain and which would be 
Most frequently mentioned were the need for 
occasional 
caregivers. 
in-home assistance, and respite for the 
Assistance with transportation was another 
important unmet need. Results of the correlational analysis 
suggested that continually depending on the close network 
for transportation help was in some ways stressful for both 
the patients and the partners. Other services mentioned as 
desirable and needed were more recreation opportunities for 
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the patients, and some sort of continued therapy contacts, 
even if just for periodic re-evaluations. 
Current Medicare and other third party reimbursement 
policies are structured so that acute stroke care and early, 
intensive physical rehabilitation are supported, but follow-
up and maintenance therapy are not reimbursed. Yet, one of 
the more effective ways of assisting the stroke patient to 
develop more positive social comparisons and to deal with 
feelings of stigma may be ongoing therapy groups. The 
nature of stroke-related psychosocial adjustment problems, 
and the impacts of these problems on both the patient and 
the caregiver need to be reflected in health insurance 
reimbursement policies. Stroke is a chronic illness which 
demands ongoing follow-up and long-term supportive 
interventions. 
In conclusion, this sample of community 
stroke patients and their partner-caregivers were, 
whole, coping reasonably well at six months to eight 
dwelling 
on the 
months 
after the occurrence of a disabling stroke. Nevertheless, a 
substantial proportion remained at risk for depression and 
about one-third of the caregivers reported high levels of 
perceived burden related to the stroke. While the overall 
social networks and amount of social support appeared to 
remain intact, the results of this study indicated 
qualitative changes in some subjects' interactions with 
their support systems. Finally, the generally optimistic 
- -- -------.. -----------------._-- -- ---
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picture suggested by the findings of this study were not 
true for a subgroup of about 20 to 25% of the couples, and 
should not be generalized to more impaired stroke samples, 
or patients without partner support. Future research on 
the process of adaptation to a stroke over time for those 
stroke patients without partner support, or who are not 
dwelling in the community would be a logical extension of 
this study. Specific intervention studies involving 
patients, partners, and members of the close network and 
incorporating control groups are needed. To date, 
descriptions of stroke intervention programs have lacked 
both data to substantiate claims of positive outcomes and 
the incorporation of control groups. Such intervention 
studies, if focused on the caregivers, might work on 
enhancing the utilization of available support, on 
increasing the opportunities for reciprocal support 
exchanges for the patient and the caregiver, and on 
providing basic information to alleviate stroke-related 
anxieties and concerns. Patient-focused interventions might 
concentrate on specific strategies for encouraging more 
appropriate social comparisons, for reducing feelings of 
stigma, and for utilizing the network more effectively in 
order to maintain network support. 
------- ---- ----.--- ----
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STROKE SURVEY: SOCIAL SUPPORT AND WELL-BEING 
INITIAL INTERVIEW SCHEDULE: 
PRIMARY INFORMANT 
Place of Interview ___________ _ Dyad 1.0. , ____________ _ 
Interviewer __________________ _ Respondent Code ________ _ 
Date _________________ _ 
1 = PI 
Interview time begiD _________ _ 2 = sv Interview time end ___________ _ 3 = PI re: SV 
First, let me thank you for taking the time to talk with us. We 
are very interested in learning more about stroke patients and their 
families and friends. I have a number of Questions to ask you, so 
let me know if you need to rest, to take a break, or want fUrther 
explanation. Let me reassure you that all information you provide 
will be kept confidential. 
The first set of Questions will cover general background 
informatlon. 
PI-SV RELATIONSHIP: 
1. What is your relationship to 
---------------? 
= spouse 9 = grandchild 
2 = chil d 10 = neighbor 
3 = sibling 11 = work coll eague 
4 = parent 12 = friend 
5 = in-law 13 = spousal friend 
6 = niece/nephew 14 = other 
7 = grandparent 98 = refused/dk 
8 = aunt/uncle 99 = mi 
2. How long have you known 
----------------? 
DEMOGRAPHICS: 
3. What is your date of birtb? ______________ _ 
4. Sex (INTERVIEWER CODE) 
1 = female 
2 = male 
5. What is your etbnic background? (ASK ONLY IF NOT OBVIOUS) 
1 = Caucasian 
2 = Black 
3 = Hispanic 
4 = Asian American 
5 = American Indian 
6 = otber 
8 = refused/dk 
9 = mi 
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Initial Interview 2 Code , _________ _ 
6. Wbat is your marital status? (HAND CARD TO R) 
0 = single, never married 4 = separated 
1 = living as married 5 = divorced 
2 = married 8 = refused/dk 
3 = widowed 9 = lIIi 
7. How long bave you been 
----------------? 
years/montbs 
8. Do you bave any obildren, stepcbildren, or adopted cblldren? 
o = no 
Total' of cbildren: _________ _ 
ll.1~.t.~llU 
1 = out of state 
2 = elsewbere/state 
3 = metro area 
4 = same city/town 
Gender 5 = same part town 
1 = female 6 = neigbborboodl AgJ _______ Z_:_m~lJ ___________ ~~mJ_~yil~illg __________ _ 
~bil~_l ________________________________________________________ _ 
,---------------------------------------------------------3 ________________________________________________________ _ 
!---------------------------------------------------------~---------------------------------------------------------
(Use otber side if > 5 cbildren.) 
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Initial Interview 3 Code , _________ _ 
9. Makeup of Household: 
I'd like to ask some Questions about the makeup of your 
household, about the people who live with you (and _______ ). What 
are the first names of all the other persons who live wi th you on a 
regular baSis? (LIST BELOW) 
Name Sex Age ttRelat. to SV ttRelat. to PI 
(If not obvious) 
1.1Bj~Rgn~inl1 _____________________________________________________ _ 
2. _________________________________________________________________ _ 
3. _________________________________________________________________ _ 
4. _________________________________________________________________ _ 
5. _________________________________________________________________ _ 
6. _________________________________________________________________ _ 
7. _________________________________________________________________ _ 
"CODE RELATIONSHIPS AS FOLLOWS: 
1 = self 9 = aunt/uncle Total , < 18 yrs. ____ 2 = spouse 10 = grandchild Total , > 18 yrs. ____ 
3 = child 11 = friend Total , in household ___ 4 = sibling 12 = spousal friend 
5 = parent 13 = other (specify) _________________ 
6 = in-law 98 = refused -Household 
code _______ 
7 = niece/nephew 99 = dk/mi 1 = marital relationship 8 = grandparent 2 = kids in house 
3 = other ____________ 
specify 
10. What is the highest level of education you have compl eted? 
1 = <7 years of school 
2 = Jr. high (7-9th grade) 
3 = part.1al high sahool 
4 = high sahool graduate 
5 = trade/technical school 
6 = partial coll ege 
7 = coll ege graduat.e 
8 = graduate/professional training 
98 = refused/dk 
99 = mi 
Initial Interview Code , _________ _ 
Now, I'd like to ask you some Questions about your employment 
history. 
11. At the time of the stroke, what was your employment status? 
(HAND CARD TO R) 
0 = never worked outside home--skip to Q. 15. 
1 = employed full-time 
2 = employed part-time 
3 = unemployed 
II = retired 
5 = other ________________ (specify) 
8 = refused/dk 
9 = mi 
12. How long have you been (were you) _________________ ? 
13. 
____________ years (months) 
What is (was) your occupation called? 
(PROBE: self employed/own business) 
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111. In general, how satisfied are you (have you been) with being 
a _____________ 7 (HAND CARD TO R) 
= very dissatisfied 
2 = somewhat dissatisfied 
3 = neutral 
II = somewhat satisfied 
15. In which of the foll ow i ng 
total b~y~~b~lg income fall ? ( HAND 
1 = <$5,000 
2 = $ 5,000 - $ 9,999 
3 = $10,000 - $111,999 
II = $15,000 - $19,999 
5 = $20,000 - $211,999 
6 = $25,000 - $29,999 
5 = very satisfied 
8 = refused/dk 
9 = mi/na 
categories did your last year's 
CARD TO R) 
7 = $30,000 - $39,999 
8 = $110,000 - $49,999 
9 = >$50,000 
98 = refused/dk 
99 = mi 
The next set of Questions will be asking you about your living 
arrangements prior to the stroke. 
16. How long have you lived at your current residence? 
__________ years (months) 
17. Residence setting? (INTERVIEWER CODE) 
1 = urban 
2 = rural 
3 = suburban 
9 = mi 
Initial Interview 5 Code , _________ _ 
16. In what type of residence do you live? (INTERVIEWER CODE) 
= single falllily 6 = mobile hOllle 
2 = duplex 7 = otber _________ (speclfy) 
3 = apartlllent 9 = lIIi 
4 = condo 
5 = subsidized bousing 
19. Do you own or reot your resldence? 
1 = own 
2 = rent 
6 = refused/dk 
9 = 1111 
20. How long bave you lived in the ______ area? 
__________ years (lIIontbs) 
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21. Wbat forllls of transportation do you utilize; how do you run 
errands, visit friends and relatives, etc.? (CIRCLE ALL THAT APPLY) 
1 = public 5 = se 11' 
2 = friends 6 = other ___________ (specify) 
3 = rel athes 6 = refused/dk 4 = taxi 9 = lIIi 
22. Do you bave any pets in your residence? (CIRCLE ALL THAT 
APPLY) 
0 
= no (IF NO, SKIP TO Q. 24) 4 = fish 
1 = dog 5 = 
__________ other 
2 = cat 6 = refused 
3 = bird 9 = lIIi 
Total nUlllber of pets 
23. How attached to your pet(s) do you consider yourselr? (HAND 
CARD TO R) 
1 = not attacbed at all 
2 = not very attacbed 
3 = neutral 
4 = somewbat attacbed 
ORGANIZATIONAL INVOLVEHENT/ACTIVITIES: 
5 = very attacbed 
6 = refused/dk 
9 = lIIi/na 
Tbe following set of questions will be about your l!tJl=~lt2k.!: 
non-work activities, sucb as bobbies, or any groups or clubs you 
lIIigbt beloog to. 
Initial Interview 6 Code , _________ _ 
24. Ho~ important i~ r~ligion in your lif~? (HAND CARD TO R) 
1 = very unimportant 
2 = ~omewhat unimportant 
3 = neutral 
4 = somewhat important 
5 = very important 
8 = refused/dk 
9 = mi 
25. What is your religious preference? 
0 = none 
1 = Protestant ___________________ (denomination) 
2 = Catholic 
3 = Jewish 
4 = other ___________________ (specify) 
8 = refused/dk 
9 = mi 
26. Before the stroke, bow active were you in your religious 
organization? (READ RESPONSES) 
1 = inactive II = very active 
2 = only a little active 8 = refused/dk 
3 = somewhat active 9 = mi 
27. How often did you attend religious services? 
0 = never II = weekly 
1 = <1 montb 5 = > weekly 
2 = monthly 8 = refused/dk 
3 = 2-3 times a montb 9 = mi 
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Initial Interview 7 Code , _________ _ 
28. The next set of questions will be about your membership in 
clubs, groups, or organizations. First, can you tell me what 
organizations you presently belong to? (LIST BELOW) Now I have a 
few questions to ask about your membership in each of these 
organizations. 
Officer 
in last Activity Heeting Freq. of 
Z_~ljr~ ________ 1~I~1 ________ ~~~j~Ylj ______ AlljDgjD~~ 
0= no 
1= yes 
1 = inactive 
2= little 
3= 
4= 
somewhat 
very 
1= <1/mo 
2= 11 mo 
3= 1- 31 mo 
4= weekly 
5= 2-3/week 
6= daily 
7= other 
0= never 
1 = < 11 mo 
2= 11 mo 
3= 1-3/mo 
4= weekly 
5= 2-3/week 
6= 4-6/week 
7= daily 8= other __________ _ 
(specify) 
Activity Heeting Freq. 
_____ DrgA_Bjmj _______ ~2~~!! ___ Drfi~~r ____ 1jI§1 ____ ~~b~~yl~ ___ Al1~ng_ 
"ORGANIZATION CODE 
0 = none 7 = senior tonter 
1 = buSiness, prof or tech 8 = SOCial, sport or 
2 = church connected recreational 
3 = chari ta bl e 9 = youth related 
4 = civic, cDmmunity or neighborhood 10 = other __________ (specify) 
5 = fraternal or veterans 99 = mi 
6 = political 
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Initial Interview 8 Code , _________ _ 
29. Do you give your time to other volunteer work? 
o = no--if no, skip to Q. 30 
= yes 
Frequency (HAND CARD) 
1 = <1 mo 
2 = 1-3/mo 
3 = weekly 
II = 2-3/week 
5 = 11-6/week 
6 = daily 
7 = other ____________ _ 
~rgjni.jlign ___________________________ 1~~~~if~1 _____ 1_gf_BgYr~ __ 
30. 
(PROBE: 
Do you have any special interests, pursuits, or hobbies? 
What do you do with your spare time?) 
Frequency (HAND CARD) 
o = No, nothing 1 = <1 mo 
2 = 1-31 mo 
3 = weekly 
II = 2-3/week 
5 = 4-6/week 
6 = daily List 7 = other __________ _ 
___ B~~Rgn~~ _________________________________________ 1~R~~if~l _____ _ 
Total I hobb1es ____________ _ 
Sum of bobbies freq ________ _ 
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Initial Interview 9 Code , _________ _ 
31. Have you used community services and/or agencies in the past 
year? (PROBE) 
Frequency 
(see above for 
~~rj1~~_Bjm~ ________________ !kg~j ____________ rj~~gD~~_~~~l _________ _ 
'SERVICE CODE 
o = none, no 
1 = Meals on Wheels 
2 = VNA 
3 = Sr. Ctr.(Loaves/Fishes) 
Ii = Food Stamps 
HEALTH/WELL-BEING: 
5 = Adult & Fam. Servo 
6 = other (specify) 
8 = refused/dk 
9 = mi 
Total , of Services ______ _ 
Sum of Frequency _________ _ 
In the fOllowing sections are questions regarding your heal til 
and well-bei ng. 
32. Were there any important good or bad events that happened to 
you in the year before the stroke? (FOR EXAMPLE: Death of someone 
close, birth of grandchild, retirement, serious a~cident, etc.) 
o = no 1 = yes __________________________ (specify event and 
__________________________ when occurred) 
8 = refused/dk 
9 = mi 
33. Old you have any physical disabilities that limited your 
work or social activlties before the stroke? 
o = no--skip to Q. 35 
1 = yes _____________ (specify) 
8 = refused/dk 
9 = mi 
31i. Does this ____________ require the use of special services, 
alds or equipment? (PROBE: For example, braces, vision or hearing 
alds, hand rails, hospital beds, etc.) 
o = nO--if no, pro be 
1 = yes ___________ (speclfy) 8 = refused/dk 9 = mil na 
._-_._._._-_.- ------------------ ..... - ---_ .. 
Initial Interview 10 Code , _________ _ 
35. How would you rate your overall heal th at the present time? 
(HAND CARD TO R) 
= excellent 
2 = very good 
3 = good 
4 = fair 
5 = poor 
8 = refused/dk 
9 = lIIi 
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36. Is your heal th now better, about the sallie or worse than it 
was six months ago? 
1 = better 
2 = sallie 
3 = worse 
8 = refused/dk 
9 = lIIi 
37. Do you feel that within the next six months your overall 
health is likely to (READ RESPONSES) 
= get better 
2 = stay the same 
3 = get worse 
8 = refused/dk 
9 = mi 
38. Do you have any chronic health problems? (IF NO ANSWER, 
PROBE: e.g., Diabetes, heart condition, high blood pressure) 
o = no 1 = yes--list: ______________________ _ 
39. Have you been hospitalized in the one year before the 
stroke? 
o = no 
1 = yes--how many times ___________ _ 
8 = refused/dk 
9 = mi 
length of hospitalization (days) for each 
9 = na 
40. In the six months prior to the stroke, how many times have 
you visited the doctor? 
Total , ________________ (it 0, ask Q. ~1) 
41. When was the last time you saw a doctor? _______________ _ 
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42. Prior to the stroke, what medications were you taking on a 
regular basi s? 
Drug Purpose Frequency 
Total' meds. _________ _ 
43. Are you taking any medicines now that you were not taking 
prior to the stroke? 
Drug Purpose Frequency 
114. In the six months before the stroke, did you have an 
emotional problem for whioh you wanted help? 
45. 
46. 
ohoioes 
o = no 
1 = yes (IF YES, ASK Q. 115) 
Did you reoeive help for this 
0 = no 
8 = refused/dk 
9 = lIIi 
oonoern? 
1 = yes __________________ (speoify souroe) 
8 = refused/die 
9 = mi/na 
In the six months before the 
best desoribes your appetite? 
1 = greatly reduced 
2 = sOlllewhat reduoed 
3 = about the sallie as usual 
4 = somewhat increased 
stroke, whioh of the 
(HAND CARD TO R) 
5 = greatly increased 
8 = refused/dk 
9 = lIIi 
following 
47. Did you experienoe any ohange in your sleeping habits in the 
six lIIonths before the stroke? 
o = no 
yes--have you experienoed any of the following? 
(CIRCLE ALL THAT APPLY) 
1 = trouble falling asleep 
2 = trouble staying asleep 
3 = trouble waking up too early 
4 = trouble sleeping too muoh 
5 = otber ____________________ (spec1fy) 
8 = refused/dk 
9 = mi 
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STROKE--PERCEPTIONS & FEELINGS: 
Now I'd like to ask some questions about tbe stroke that 
bas recently experienced. 
48. Tbinking back, can you tbink 0: anytbing you migbt have done 
to prevent tbe stroke? 
o = no 1 = yes ___________________ (specify) 
8 = refused/dk 
9 = mi 
49. How concerned are you about the possiblli ty of another 
stroke? (HAND CARD TO R) 
1 = very unconcerned 
2 = somewhat unconcerned 
3 = neutral 
4 = somewhat concerned 
5 = very concerned 
8 = refused/dk 
9 = mi 
50. In your view, bow severe are __________ I s physical heal th 
problems now? (HAND CARD TO R) 
51. 
52. 
strengtb 
= no problem 
2 = mild problem, needs little or no belp 
3 = moderate problem, needs some belp 
4 = serious problem, needs a lot of help 
5 = very severe problem, needs belp with almost everything 
8 = refused/dk 
9 = mi 
How concerned are you tbat you might not be able to care for 
in tbe future? (HAND CARD TO R) 
= very unconcerned 
2 = somewhat unconcerned 
3 = neutral 
4 = somewhat concerned 
Wbo or wbat, so far, 
in bel ping you adjust to 
bas 
tbe 
5 = very concerned 
8 = refused/dk 
9 = mi 
been your greatest source of 
stroke? (UP TO THREE SOURCES) 
( HAND CARD TO R) 
1 = family 6 = self (own personal1ty) 
2 = spouse 7 = otber ___________ (specify) 
3 = friend 8 = refused/dk 4 = doctor 9 = mi 
5 = religious training 
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53. Up to now, bow satisfied are you witb 
received for the stroke? (HAND CARD TO R) 
tbe heal th care 
= very dissatisfied 
2 = somewhat dissatisfied 
3 = neutral 
4 = somewhat satisfied 
5 = very satisfied 
8 = refused/dk 
9 = mi 
54. Have you known anyone else wbo bas had a stroke? 
o = no 
1 = yes, specify relationsbip (who was tbat) ______________ _ 
8 = refused/dk 
9 = mi 
55. Wbo or what do you blame mQ~l for the stroke happening? 
= self 5 = punishment 
2 = other peopl e 
3 = chance/luck 
4 = God 
6 = otber __________ (spec1fy) 
8 = refused/dk 
9 = mi 
(Q. 56-67 TO BE ASKED ONLY IF SV/PI HAVE SPOUSAL/MARITAL 
RELATION SHIP) 
Now I want to ask a few questions about your relationsbip with 
___________ --about some of the things you enjoy doing together, and 
some of the ways you've spent time together. Tbese next questions 
will be about lour relationship prior to the stroke. 
56. Before the stroke, how often did ( HAND CARD TO R) 
you and ___________ engage in 
activities or outside interests 0 = never together? _________________________ _ 1 = < 1 mo 
2 = 1-3/mo 
57. Have an interesting conversation 3 = weekly 
about ideas or opinions? __________ _ 4 = 2-4/week 
5 = daily 58. Laugh together? ___________________ _ 6 = >daily 
8 = refused/dk 59. Calmly discuss something? _________ _ 9 = mi/na 
60. Work together on a project? _______ _ 
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61. Before the stroke, did you and ___________ belong to any of 
the same organizations? (SPECIFY NAME AND CODE BY TYPE OF 
ORGANIZATION) : 
Name of 
Organization 
"Type of 
Organization 
Freq. of Joint 
Attendance/per wk. basis 
"ORGANIZATION CODE 
o :: none , of organizat. ___ _ 
1 :: business, prof or tech 
2 :: church connected 
, X frequency _____ _ 
3 :: charitable 
4 :: civic, community or neighborhood 
5 :: fraternal or veterans 
6 :: poli tical 
7 :: senior center 
a :: social, sport or recreational 
9 :: youth related 
10 :: other (specify) 
98 :: refu!led/dk 
99 :: mi/na 
62. In describing your relatlonship with ____________ over the 
years, please tell me how often the two of you would be likely to 
disagree on the follo~ing: 
handling (faml1y) flnances ________ _ 
ways of deallng wlth chl1dren, :: rarely/almost 
in-laws, or relatives _____________ _ never disagree 
2 :: sometimes 
making major decisions ____________ _ disagree 
3 :: freq. disagree household tasks ___________________ _ 8 :: refused/dk 
9 :: mi/na 
leisure time interests or activities _______________________ _ 
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63. In your fam11y, who ha:l held the primary re:lponsib11ity for: 
handl1ng (fam11y) finances _____ 1 = self 
making major decisioDS _____ 2 = other 
household tasks _____ 3 = both 
8 = refusedldk 
9 = mi/na 
64. Think about your relationship with __________ . 
stroke, if you had a very personal and serious problem, 
would you be to di:lcuss it with ____________ ? Would you 
(HAND CARD TO R) 
1 = very unlikely 
2 = somewhat unlikely 
3 = possibly 
4 = somewhat likely 
5 = very likely 
8 = refusedldk 
9 = milna 
Before tne 
how likely 
say it was 
65. Again, before the stroke, if ____________ had a very 
personaJ. and serious problem, how likely would he/she be to discuss 
it with you? Would you :lay it was (HAND CARD TO R) 
= very unlikely 
2 = somewhat unlikely 
3 = possibly 
4 
= somewhat likely 
66. In general, how happy 
(relationship) ? (HAND CARD TO R) 
= very unhappy 
2 = somewhat unhappy 
3 = neutral 
4 = somewhat bappy 
5 = very likely 
8 = refused/dk 
9 = mi/na 
are you with 
5 = very happy 
8 = refused/dk 
9 = mi/na 
your marriage 
67. Compared to other couples you have known, overall, would you 
rata your marriage (relationship) as worse, about the same as, or 
better than other couples? 
1 = worse 
2 = about the same as 
3 = better 
8 = refused/dk 
9 = mi/na 
SOCIAL NETWORK-SOCIAL SUPPORT DATA: BEFORE THE STROKE: 
Now I'd like to ask some questions about family, friends, and 
social activities lUI.r~J:iI the stroke. First, I want to get as 
accurate a picture as possible about the people I~Y felt closest to, 
spent time with, depended upon for help, or who depended on I~Y for 
help RiI.r~J:iI the stroke. 
Initial Interview 16 Code , _________ _ 
68. In the past six months, about how often have you: 
(HAND CARD) Frequency Code 
o = never 
1 = < 1 mo 
2 = 1- 31 mo 
3 = weekly 
4 = 2-3/week 
5 = daily 
________________ j~~1jill _________________________ u_:_~tb~[ ____ _ 
(1) Had someone to your home tor lunch or dinner ______________ _ 
(2) Gone to someone's home for lunch or dinner ________________ _ 
(3) Had someone come by your house to visit ___________________ _ 
(4) Gone over to someone's house for a visit __________________ _ 
(5) Gone out with someone (to a restaurant, movie, etc.) ______ _ 
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69. 
helpful 
out of 
repairs 
ways? 
Sometimes friends, neighbors, or family members perform 
tasks for each other, such as watching the house when one is 
town, picking up the mail , helping with minor household 
or chores, etc. Are there people who would help you in these 
o = no 
1 = yes 
(IF YES, ASIC FOR FIRST NAMES AND RECORD ON NAME LIST I. FOLLOW SAME 
FORMAT AND RECORD NAMES FOR Q. 'S 10-83.) 
10. Are there people who would ask l~ll to help them in these 
ways? 
11. Thinking back to the six months before the stroke, do you 
have any friends, neighbors, or family members who would help you if 
you were sick for a short time? That is, for a few days up to a 
week? 
12. How about people who would ask you to help them if they were 
sick for a short time? Do you have any friends, neighbors, or family 
members who would ask for your help in this way? 
13. When you are concerned about a personal matter, for example, 
about someone you are close to, or something you are worried about, 
how often do you talk about it with someone? Would you say, 
____ Usually ___ Sometimes ____ Hardly ever 
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74. Think about the last six months, especial.Ly the time before 
the stroke, when you did talk with someone about personal matters, 
whom did you talk with? 
75. 
something 
Remember, 
Are there people who would come to you to talk about 
they were worried about, or about a personal matter? 
it can be a family member, friend, or neighbor. 
76. Often, people ask advice, or rely on the judgment of someone 
they know in making important decisions about their lives--for 
example, about their family or their work. Is there anyone whose 
opinion, in the six months before the stroke, you considered 
seriously in making important decisions? May I have their first 
names? 
77. Are there people who would seek your opinion or advice about 
things? 
78. Sometimes people get together with close friends, neighbors, 
family or others to do something enjoyable together, or just to 
socialize. May I have the first names of the persons you've done (or 
do) these things with ~n_~_~~gYl~~_b~~i~? 
79. Sometimes people get together with others to talk about 
hobbies or spare-time interests they have in common. Uo you ever do 
this? With whom? 
80. If, in the time before _______ 's stroke, you had been ill, 
or needed help for longer than just a few days, say weeks or months, 
is there someone, or more than one person, you could calIon to help, 
come and stay ~ith you if needed, or take you into their home? 
81. Sometimes, people bave one person, or a few people they feel 
closest to--people they can confide in, or share personal worries and 
concerns with. Who are the people you feel closest to in this way? 
82. (IF SPOUSE IS NOT NAMED, ASK ABOUT SPOUSE) Would you say 
that you feel closer to this person (these people) than your spouse? 
83. (PRESENT NAME LIST I) 
Are there any otber people who were important to you before 
the stroke whose names are not on tbis list? For example, friends, 
relatives, neighbors, co-workers, or members of the same 
organization? 
Initial Interview 18 Code , _________ _ 
(ADD ANY ADDITIONAL NAMES TO NAME LIST I) 
SOCIAL NETWORK DATA: PRIMARY INFORMANT'S SOCIAL SUPPORT -
TIME OF STROKE: 
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Now, I want to ask you about the situation as it's been these 
past few weeks, or since __________ 's stroke. I'd like to find out a 
little about the people and kinds of support that have been helpful 
to you. 
88. If you needed a ride to the hospital to visit ____________ , 
are there people you could calIon to help? 
o = no 
1 = yes 
Could you give lIIe the first 
(RECORD NAMES ON NAME LIST II. 
names of the people you would ask? 
USE SAME FORMAT FOR Q. 'S 89-99.) 
89. Have there been 30me people who've actually helped in thi3 
way, that is, provided tran3portation help during _____________ 's 
111ne33? 
90. If you needed sOllleone to keep an eye on the house, take in a 
package, or prepare a lIIeal while you spent time at the hospital, are 
there people you would a3k to help in this way? 
91. Have there been people who actually helped in this way since 
___________ 's illness, that is, kept an eye on the house or helped 
with some chores? 
92. Are there people who've been to visit you, to offer you 
-moral support"? 
93. About how 
and you were doing? 
many people have called to find out how 
(PROBE: Would you say more or fewer than 15?) 
94. Are there people wbo've been belpful in other ways through 
tbi3 time of illness, for example, who've come to stay with you or 
had you stay witb tbem, or offered to run errands for you? 
-- --------- --------------
395 
In1t1al Interv1ew 19 Code , _________ _ 
95. Somet1me3 fr1end3, ne1ghors, and family members can be 
helpful in providing information/advice when we need it. Are there 
any of the3e people who've given you helpful information or advice in 
the la3t few weeks about 3troke, ways to deal with a stroke, or about 
re30urce3 to help 3troke patient3 and their fam1lies? 
96. Are there any people you know who appreciate or understand 
what you are going through right now as the _________ of a stroke 
patient? 
97. Are there any other ways in whi~h people you feel close to 
have helped, or been tnere to provide support since _____________ '3 
stroke? Who has provided this help? 
98. Sometimes, in these circumstance3, we f1nC! that there are 
people who help more than we expect them to, or peopl e who are 
helpful when we didn't expect them to help at all. Are there people 
who have helped more than you expected, or who have helped when you 
didn't expect them to help at all? 
, Helped/didn't expect 
Or more than expected _____ _ 
99. (PRESENT NAME LIST II) 
Are there any other people who were important to you during 
this time of the stroke who3e names are not on this list? For 
example, friends, relat1ves, neighbors, co-workers, or members of the 
same organization? 
(ADD ANY ADDITIONAL NAMES TO NAME LIST II) 
SOCIAL NETWORK DATA - NEGATIVE ASPECTS: 
In situations like this, somet1.es we find that there are people 
wbo don't help as much as we expect them to, or who don't help at all 
when we expected them to. 
------._----------------- .. 
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101. Are there people who have helped during this time of 
illness, but not a" much a" you expected they WOUld, or who haven't 
belped at all when you thought they would? 
Hay I have their tir"t name,,? (RECORD NAHES AND OTHER INFORHATION 
BELOW) 
Relation"hlp Helped less 
_____ Bi~~ ___________________ ~~_il _________ ~bin_~lR~~~~~ ____ B~_b~lR __ 
, Les" help than expected 
or no help when expected _____ _ 
102. We all know people who try to help, but end up making the 
situation wor"e. Are tbere any people you feel have been a h1narance 
to __________ ,,, recovery thus far even though they try to be helpful? 
o = no 
1 = yes 
What are tbeir names? (RECORD NAHES AND OTHER INFO BELOW) 
Relation"bip 
_____ Bi~~ ______________ ~~_il _________ ]1n~rin~~Lrl _____ ]1n~rin~~L~j_ 
, Hindrance _____ _ 
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103. Sometimes we run into people who seem to be out to make life 
difficult. Are there people like that who have :Dade proble:us for 
you? 
o = no 
1 = yes 
Who would they be? (RECORD NAMES, RELATIONSHIPS BELOW) 
, Hade problems ______ _ 
104. We all know people we find it easy to get along with, and 
others we don't get along with. Are tbere people you don't get along 
with? 
o = no 
1 = yes 
Hay I bave their first names? (RECORD NAMES AND RELATIONSHIPS BELOW) 
_____________ Bim~ _______________________ B~li1j2n~njR_12_£1 _________ _ 
, Don't get along with ______ _ 
Total , Negative ________ _ 
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INSTRUCTIONS FOR COMPLETING NAME LISTS, CODING SHEETS, AND MATRIX: 
1. FOR NAME LIST I, RECORD INFORMATION REGARDING RELATIONSHIP, 
AGE, SEX, AND CLOSENESS ON NAME LIST I FORM. 
2. REPEAT FOR NAME LISTS II AND A. 
3. ON CODING SHEET, RECORD NAMES OF UP TO 10 PERSONS IN 
APPROPRIATE BOXES ACROSS THE TOP, BASED UPON THE FOLLOW ING 
CRITERIA : 
a. THOSE WHOM RESPONDENT INDICATES THEY (OR SV) ARE 
ESPECIALLY CLOSE TO. 
b. THOSE RESPONDENT INDICATES AS MOST IMPORTANT PROV IDERS 
OF SUPPORT, IF NOT ALREADY SELECTED. 
4. IF 10 OR FEWER NW MEMBERS, ASK QUESTIONS ON CODING SHEET 
ABOUT ALL OF THOSE NAMED. 
5. COMPLETE INFORMATION ON CODING SHEETS, USING APPROPRIATE 
SHEETS FOR PI AND SV. 
6. CIRCLE NAMES THAT APPEAR ON BOTH SV AND PI CODING SHEETS. 
7. COMPLETE INFORMATION ON NW MATRIX SHEET. 
105. In general, how satisfied are you with the .AJII2J.1.Di of social 
contact you have with others? (HAND CARD TO R) 
1 = very dissatisfied 
2 = somewhat dissatisfied 
3 = neutral 
4 = somewhat satisfied 
5 = very satisfied 
B = refused/dk 
9 = mi 
106. In general, how satisfied are you with the quality or 
closeness of the social contact you have with others? (HAND CARD TO 
R) 
1 = very dissatisfied 
2 = somewhat dissatisfied 
3 = neutral 
4 = somewhat satisfied 
- --- --- - --- -- ---------
5 = very satisf1ed 
B = refused/dk 
9 = mi 
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107. As you can see, I've asked you many different kinds of 
Questions about you and _________ • But everyone is different and I 
might have left out something that is important to you. Can you 
think of anything that I should have asked about you and ________ and 
the stroke but didn't? 
-- ~-----.----- ---------- -----~ ~~~ ---
Initial Interview 24 
Current Re3idence (SV only) 
1 = bospital 
2 = reba bilita ti on facility 
3 = nursing bOllle 
4 = hOllle 
5 = other _________________ (specify) 
9 = lIIissing 
Respondent's degree of cooperation 
= excellent 
2 = good 
3 = fai r 
4 = poor 
Code , _________ _ 
Did respondent lIIention 
wanting summary I 
final report? 
o = no 
1 = yes 
Was anyone else present during tbis interview? 
o = no 
1 = yes--Specify: approximate age of persons, sex and 
relationship to respondent. 
How long was this person present? ______________________________ _ 
Did thi3 person participate in interview responses? ____________ _ 
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How well do you feel the respondent ur.der::tood the items of this 
interview? 
1 = understood all items with no trouble 
2 = understood most items, but had trouble with a few 
3 = understood very few items, had trouble with most 
4 = bad trouble understanding all items 
Note below any otber unusual problems in this interview 
--------_. ------------
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STROKE SURVEY: SCCI!L SUPPC~! AMD ~ELL-B~!~C 
INITIAL INTERVIEW SCHEDULE: 
STROKE VICTIM 
Place of Interview ___________ _ Dyad 1.0. , ____________ _ 
Interviewer __________________ _ Respondent Code ________ _ 
Date _________________ _ 1 = PI 
Interview time begin _________ _ 2 = SV Interview time end ___________ _ 3 = PI re: SV 
First, let me thank you for taking the time to talk with us. We 
are very interested in learning more about stroke patients and their 
families and friends. I have a number of questions to ask you, so 
1 et me know if you need to rest, to take a break, or want further 
explanatlon. Let me reassure you that all information you provide 
will be kept confidential. 
The first set of questions will cover general background 
information. 
DEMOGRAPHICS: 
3. What is your date of birth? ______________ _ 
4. Sex (INTERVIEWER CODE) 
1 = female 
2 = mal e 
5. What is your ethnic background? (ASK ONLY IF NOT OBVIOUS) 
1 = Caucasian 5 = American Indian 
2 = Black 6 = other 
3 = Hispanic 8 = refused/dk 
4 = Asian American 9 = IIi 
6. What is your marital status? (HAND CARD TO R) 
0 = single, never married lj = separated 
1 = living as married 5 = divorced 
2 = married 8 = refused/dk 
3 = widowed 9 = mi 
7. How long have you been ________________ ? 
years/months 
--------- --.--.. -
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Initial Interview 2 Code , _________ _ 
8. Do you have any children, stepchildren, or adopted children? 
o = no 
Total' of children: _________ _ 
D1H.iUI~~ 
1 = out of state 
2 = elsewhere/state 
3 = metro area 
4 = same city/town 
Gender 5 = same part town 
1 = female 6 = neighborhood/ 
_____ Ag~ ______ Z_~_m~l~ ____________ ~jm~_}Yllglng _________ _ 
~bllg_l ________________________________________________________ _ 
Z ________________________________________________________ _ 
3 ________________________________________________________ _ 
~---------------------------------------------------------5 ________________________________________________________ _ 
(USE OTHER SIDE IF > 5 CHILDREN) 
9. Makeup of Household: 
I'd like to ask some questions about the makeup of your 
household, about the people who live with you. What are the first 
names of all the other persons who live with you on a regular basis? 
(LIST BELOW) 
Name Sex Age "Relat. to SV 
(If not obvious) 
1.1B~~~~ng~n11 _____________________________________________________ _ 
2. _________________________________________________________________ _ 
3. _________________________________________________________________ _ 
4. _________________________________________________________________ _ 
5. _________________________________________________________________ _ 
6. _________________________________________________________________ _ 
7. _________________________________________________________________ _ 
"CODE RELATIONSHIPS AS FOLLOWS: 
1 = self 9 = aunt/uncle Total , < 18 yrs. ____ 2 
= 
spouse 10 = grandchild Total , > 18 yrs. ____ 
3 = child 11 = friend Total , 1n household ___ 4 
= sibling 12 = spousal friend 
5 = parent 13 = other 
(spec1fy) _________________ 
6 = in-law 98 = refused 'Household 
code _______ 
7 = niece/nephew 99 = dk/mi 1 = marital relationship 8 = grandparent 2 = k1ds 1n house 
3 = 
other ____________ 
specify 
-- ----------- ---- ----------
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10. What is tbe bigbest level of education you bave compl eted7 
1 = <7 years of scbool 
2 = Jr. higb (7-9tb grade) 
3 = partial bigb scbool 
II = bigb scbool graduate 
5 = trade/tecbnical scbool 
6 = partial colI ege 
7 = college graduate 
8 = graduate/professional training 
98 = refused/dk 
99 = IIi 
Now, I'd like to ask you some questions about your employment 
bistory. 
11. At tbe time of tbe stroke, wbat was your employment status? 
(HAND CARD TO R) 
0 = 
1 = 
2 = 
3 = 
II = 
5 = 
8 = 
9 = 
never worked outside bome--skip to Q. 15. 
employed full-time 
employed part-time 
unemployed 
retired 
otber ________________ (specify) 
refused/dk 
mi 
12. How long have you been (were you) _________________ ? 
13. 
____________ years (=ontbs) 
What is (was) your occupation called? 
(PROBE: self employed/own business) 
111. In general, how satisfied are you (have you been) with being 
a _____________ 7 (HAND CARD TO R) 
1 = very dissatisfied 
2 = somewbat dissatisfied 
3 = neutral 
II = somewbat satisfied 
5 = very satisfied 
8 = refused/dk 
9 = mi 
15. In which of tbe following categories did your last year's 
total b~Y~ib~l~ income fall? (HAND CARD TO R) 
1 = <$5,000 
2 = $ 5,000 - $ 9,999 
3 = $10,000 - $14,999 
II = $15,000 - $19,999 
5 = $20,000 - $24,999 
6 = $25,000 - $29,999 
7 
8 
9 
98 
99 
= $30,000 -
= $110,000 -
= 
>$50,000 
= 
refused/dk 
= IIi 
------------------------- .. --- --
$39,999 
$119,999 
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The next set of questions will be asking you about your living 
arrangements prior to the stroke. (ASK 16-20 OF SV ONLY IF NOT 
ALREADY DETERMINED.) 
16. How long have you lived at your cu~rent residence? 
__________ years (montbs) 
17. Residence setting? (INTERVIEWER CODE) 
1 = urban 
2 = rural 
3 = suburban 
9 = mi 
18. In what type of residence do (did) you live? (INTERVIEWER 
CODE) 
= single famil y 6 = mobile home 
2 = duplex 7 = otber _________ (specify) 
3 = apartment 9 = mi 
4 = condo 
5 = subsidized housing 
19. Do (did) you own or rent your residence? 
1 = own 
2 = rent 
8 = refused/dk 
9 = mi 
20. How long bave you lived in the ______ area? 
__________ years (montbs) 
21. Wbat forms of transportation did you utilizej how did you 
run errands, visit friends and relatives, etc.? (CIRCLE ALL THAT 
APPL Y) 
1 = publio 5 = self 
2 = friends 6 = other ___________ (specify) 
3 = relatives 8 = refused/dk 
4 = taxi 9 = mi 
22. Do you bave any pets in your residenoe? (CIRCLE ALL THAT 
APPLY) 
0 
= no (IF NO, SKIP TO Q. 24 ) 4 = fish 
1 = dog 5 = __________ other 
2 = cat 8 = refused 
3 = bird 9 = mi 
Total number ot pets 
--------
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23. How attached to your pet(~) do you con~ider your~elr? (HAND 
CARD TO R) 
= not attached at all 
2 = not very attached 
3 = neutral 
4 = somewhat attached 
5 = very attached 
8 = refused/dk 
9 = mi/na 
ORGANIZATIONAL INVOLVEHENT/ACTIVITIES: 
The following set of Question~ will be about your Jl.[jl=~.tr~lH: 
non-work activities, such as hobbies, or any groups or clubs you 
might belong to. 
24. How important is religion in your life? (HAND CARD TO R) 
= very unimportant 
2 = ~omewhat unimportant 
3 = neutral 
4 = somewhat important 
5 = very important 
8 = refused/dk 
9 = mi 
25. What is your religious preference? 
0 = none 
1 = Protestant ___________________ (denomination) 
2 = Catholic 
3 = Jewish 
4 = 
other ___________________ (specify) 
8 = refused/dk 
9 = mi 
26. Before the stroke, how active were you in your religious 
organization? (READ RESPONSES) 
1 = inactive 4 = very active 
2 = only a little active 8 = refused/dk 
3 = somewhat active 9 = mi 
27. How often did you attend religious services? 
0 = never 4 = weekly 
1 = (1 month 5 = > weekly 
2 = monthly 8 = refused/dk 
3 = 2-3 times a month 9 = mi 
Initial Interview 6 
28. The next set of questions 
clubs, groups, or organizations. 
organizations you presently belong 
few questions to ask about your 
organizations. 
Officer 
406 
Code , _________ _ 
will be about your 
Fl rst, can you 
to? (LIST BELOW) 
membership in 
membership in 
tell me what 
Now I have a 
each of these 
in last Activity Heeting Freq. of 
'_I~Ar~ ________ 1~1~1 ________ ~~b~~Yl~ ______ All~n~An~~ 
0= no 1 = inactive 1 = 
1= yes 2= little 2= 
3= somewhat 3= 
11= very 4= 
5= 
6= 
7= 
< 1/ mo 
1/ mo 
1- 3/ mo 
weekly 
2-3/week 
daily 
other 
0= never 
1 = 
2= 
3= 
11= 
5= 
6= 
7= 
8= 
< 1/ mo 
1/ mo 
1-3/mo 
weekly 
2-3/week 
11-6/week 
daily 
other ___________ _ 
(specify) 
Activity Heeting Freq. 
Drg~_BAm~ _________ ~~4~!! ___ ~ffi~~r ____ 1~j~1 ____ ~~b~~yl~ ___ Al1~n~ ___ _ 
"ORGAN !ZATION CODE 
0 = none 7 = senior center 
1 = business, prof or tech 8 = social, sport or 
2 = church connected recreational 
3 = charitable 9 = youth related 
II = civic, community or neighborhood 10 = other __________ (specify) 
5 = fraternal or veterans 99 = mi 6 = poli tical 
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29. Do you give your time to otber volunteer work? 
o = nO--if no, skip to Q. 30 
= yes 
Frequency (HAND CARD) 
1 = < 1 mo 
2 = 1-3/mo 
3 = weekly 
4 = 2-3/week 
5 = 4-6/week 
6 = daily 
7 = otber ___________ _ 
Qrg~n1~~liQn ____________________________ 1~~~~if~1 _____ l_~f_]Qyr~_ 
30. 
(PROBE: 
Do you have any special interests, pursuits, or hobbies? 
What do you do with your spare time?) 
Frequency (HAND CARD) 
o = no, nothing 1 = <1 mo 
2 = 1-31 mo 
3 = weekly 
4 = 2-3/week 
5 = 4-6/week 
6 = daily 
List 7 = other ___________ _ 
___ B§~Rgn~§ _________________________________________ 1~R~~if~l _____ _ 
Total I hobbies __________ _ 
Sum of bobbies freq ______ _ 
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31. Have you u3ed community 3ervice3 and/or agencie3 in the past 
year? (PROBE) 
Frequency (HAND CARD) 
(see above for 
~~rji~~_B~m~ _________________ !~~g~ ___________ r~~~~n~~_~~ll _________ _ 
'SERVICE CODE 
0 
= none 5 = Adult & Fam. Servo 
1 = Hea13 on Whee13 6 = other (specify) _____________ _ 
2 
= VNA 8 = refused/dk 
3 = Sr. Ctr.(Loaves & Fishes) 9 = mi 
4 
= Food Stamps 
Total , of Services ______ _ 
Sum of Frequency _________ _ 
HEALTH/WELL-BEING: 
In tbe following section3 are que3tion3 regarding your bealth 
and well-being. 
32. Were there any important good or bad events that happened to 
you in the year before tbe stroke? (FOR EXAHPLE: Death of someone 
close, birth of grandchild, retirement, serious accident, etc.) 
o = no 
1 = yes __________________________ (specify event and 
__________________________ when occurred) 
8 = refused/dk 
9 = mi 
33. Did you bave any pbysical disabilities that limited your 
work or social activities before tbe stroke? 
o = no--skip to Q. 35 
1 = yes _____________ (specify) 
8 = refused/dk 
9 = mi 
34. Does tbi3 ____________ require the use of special services, 
aids or equipment? (PROBE: For example, braces, vision or hearing 
aids, band raUs, bospital beds, etc.) 
o = no--if no, probe 
1 = yes ___________ (specify) 8 = refused/dk 9 = .i/na 
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35. How would you have rated your overall heal th before the 
stroke? (HAND CARD TO R) 
= excellent 
2 = very good 
3 = good 
4 = fai r 
5 = poor 
8 = refused/die 
9 = mi 
37. Do you feel that within the next six months your overall 
health is lileely to (READ RESPONSES) 
= get better 
2 = stay the same 
3 = get worse 
8 = refused/die 
9 = ml 
38. Do you have any chronic health problems? (IF NO ANSWER, 
PROBE: e.g., Diabetes, heart cond1tion, high blood pressure) 
o = no 1 = yes--list: ______________________ _ 
39. Other than for the stroke, have you been hospitalized In the 
one year before the stroke? 
a = no 
1 = yes-- how many 
times ____________ 
8 = refused/die 
9 = mi 
length of hospitalization (days) for each 
9 = na 
40. In the six months prior to the stroke, how many times have 
you visited the doctor? 
Total , ________________ (if 0, ask Q. 41) 
41. Prior to the stroke, when was the last time you saw a 
doctor? 
42. Prior to the strolee, what medications were you taking on a 
regular basis? 
Drug Purpose Frequency 
Total' meds. _________ _ 
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43. Are you taking any medicines now that you were not taking 
prior to the stroke? 
Drug Purpose Freq uency 
44. In tbe six months before the stroke, did you have an 
emotional problem for which you wanted help? 
45. 
46. 
choices 
o = no 
= yes (IF YES, ASK Q. 45) 
Did you receive help for this 
0 = no 
8 = refused/dk 
9 = mi 
concern? 
1 = 
yes __________________ (specify source) 
8 = refused/die 
9 = mi/na 
In the s1x months before the 
best describes your appeti te? 
= greatly reduced 
2 = somewbat reduced 
3 = about tbe same as usual 
4 = somewbat increased 
stroke, wh1ch of the 
( HAND CARD TO R) 
5 = greatly increased 
8 = refused/dk 
9 = mi 
foll ow i ng 
47. Did you experience any change in your sleeping hab1ts 1n the 
six months before the stroke? 
o = no 
yes--bave you experienced any of the following? 
(CIRCLE ALL THAT APPLY) 
1 = trouble falling asleep 
2 = trouble staying asleep 
3 = trouble waking up too early 
4 = trouble sleeping too much 
5 = otber ____________________ (spec1fy) 
8 = refused/dk 
9 = mi 
STROKE--PERCEPTIOHS & FEELINGS: 
Now I'd like to ask you some questions about the stroke that you 
have recently experienced. 
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48. Th1nk1ng back, can you th1nk of anyth1ng you m1ght have done 
to prevent the stroke? 
o = no 
1 = yes ___________________ (speclfy) 
8 = "efused/dk 
9 = ml 
49. How concerned are you about the poss1bllity of another 
stroke? (HAND CARD TO R) 
= very unconcerned 
2 = somewhat unconcerned 
3 = neutral 
4 = somewhat concerned 
5 = very concerned 
8 - refused/dk 
9 = ml 
50. In your vlew, how severe are your phys1cal health problems 
now? (HAND CARD TO R) 
1 = no problem 
2 = m1ld problem, needs little or no help 
3 = moderate problem, needs some help 
4 = serious problem, needs a lot of help 
5 = very severe problem, needs help with almost everything 
8 = refused/dk 
9 = mi 
51. How concerned are you that __________ might not be able to 
care for you in the future? (HAND CARD TO R) 
52. 
strength 
= very unconcerned 
2 = somewhat unconcerned 
3 = neutral 
4 = somewhat concerned 
Who or what, so far, 
in helping you adjust to 
( HAND CARD TO R) 
1 = family 
2 = spouse 
3 = friend 
4 = doct.or 
5 = religious training 
has 
the 
5 = very concerned 
8 = refused/dk 
9 = ml 
been your greatest source of 
stroke? (UP TO THREE SOURCES) 
6 = self (own personality) 
7 = 
other ___________ (spec1fy) 
8 = refused/dk 
9 = m1 
53. Up t.o now, how satisfied are you with the health care you 
have received for the stroke? (HAND CARD TO R) 
1 = very dlssatisfled 
2 = somewhat dissat.isfied 
3 = neutral 
4 = somewhat satlsfied 
5 = very satisfied 
8 = refused/die 
9 = mi 
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54. Have you known anyone else who has had a stroke? 
o = no 
1 = yes, specify relationsbip (wbo was that) ______________ _ 
8 = refused/dk 
9 = mi 
55. Wbo or wbat do you blame mg~~ for tbe stroke happening? 
1 = self 5 = punisbment 
2 = otber people 
3 = chance/lucle 
4 = God 
6 = other _________ (specify) 
8 = refused Idle 
9 = mi 
SPOUSAL/MARITAL RELATIONSHIP: 
(Q. 56-67 TO BE ASKED ONLY IF SV/PI HAVE SPOUSAL/MARITAL 
RELATIONSHIP) 
Now I want to ask a few questions about your relationsh1p with 
___________ --about some of the tbings you enjoy doing together, and 
some of the ways you've spent time togetber. These next questions 
will be about your relationsbip pr10r to the stroke. 
56. Before tbe strolee, how often did ( HAND CARD TO R) you and ___________ engage in 
activities or outside interests 0 = never togetber? _________________________ _ 1 = < 1 mo 
2 = 1-3/mo 
57. Have an interesting conversation 3 = weekly 
about ideas or opin1ons? __________ _ 4 = 2-4/week 
5 = daily 58. Laugb togetber? ___________________ _ 6 = >dally 
8 = refused/die 59. Calmly discuss sometbing? _________ _ 9 = mi/na 
60. Work togetber on a project? _______ _ 
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61. Before the stroke, did you and ___________ belong to any of 
the same organizations? (SPECIFY NAME AND CODE BY TYPE OF 
ORGANIZATION) : 
Name of 
Organization 
"Type of 
Organization 
Freq. of Joint 
Attendance/per wk. basis 
"ORGANIZATION CODE 
o = none , of organizat. ___ _ 
1 = business, prof or tech 
2 = church connected 
, X frequency _____ _ 
3 = chari ta ble 
4 = civic, community or neighborhood 
5 = fraternal or veterans 
6 = political 
7 = senior center 
8 = social, sport or recr~9tional 
9 = youth related 
10 = other (specify) 
98 = refused/dk 
99 = mi/na 
62. In describing your relationship with ____________ over the 
years, please tell me how often tbe two of you would be likely to 
disagree on tbe following: 
bandling (family) finances ________ _ 
ways of dealing witb cbildren, = rarely/almost in-laws, or relatives _____________ _ never disagree 
2 = sometimes making major decisions ____________ _ disagree 
3 = freq. disagree bousebold tasks ___________________ _ 8 = refused/dk 
9 = mi/na 
leisure time interests or 
actlvltles _______________________ _ 
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63. In your family, wbo bas ileld the primary res po os i b1U t.y for: 
handling (family) finances _____ 1 = sel r 
making major decisions _____ 2 = otber 
bouse bold ta:sks _____ 3 = both 8 = refusedldk 
9 = mi/na 
64. Think about your relationsbip witb __________ • 
stroke, if you bad a very personal and serious problem, 
would you be to di:scus~ it with ____________ ? Would you 
(HAND CARD TO R) 
65. 
personal 
it with 
= very unlikely 
2 = somewhat unlikely 
3 = possibly 
4 = somewhat likely 
Again, before tbe 
and serious pro bl em, 
you? Would you say it 
1 = very unlikely 
2 = somewbat unl1lcely 
3 = possi bly 
4 = somew ba t likely 
5 = very likely 
8 = refusedldk 
9 = mi/na 
stroke, if 
------------how likely would he/she 
was (HAND CARD TO R) 
5 = very likely 
8 = refused/dk 
9 = mi/na 
be 
Before the 
bow likely 
say it was 
had a very 
to discuss 
66. In general, bow happy are you with your marriage 
(relationship)? (HAND CARD TO 
= very unhappy 
2 = somewhat unhappy 
3 = neutral 
4 = some~hat happy 
R) 
5 = very happy 
8 = refused/dk 
9 = mi/na 
67. Compared to other couples you have known, overall, would you 
rate your marriage (relationship) as worse, about t.he same as, or 
better than other couples? 
= worse 
2 = about the same as 
3 = better 
8 = refused/dk 
9 = mi/na 
SOCIAL NETWORK-SOCIAL SUPPORT DATA: BEFORE THE STROKE: 
Now I'd like to ask some 
social activities ~ifgXi the 
accurate a picture as po:ssible 
spent time with, depenaed upon 
belp ~ifgXi tbe stroke. 
questions about family, friends, 
stroke. First, I want to get 
about tbe people Igy felt closest 
for belp, or wbo depended on Igy 
and 
as 
to, 
for 
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68. In the pa:st :six montb:s, about how often bave you: 
(HAND CARD) Frequency Code 
o = never 
1 = <1 mo 
2 = 1-3/ mo 
3 = weekly 
4 = 2-3/week 
5 :; daily 
________________ A~!1j1!x __________________________ 6_a_g!b~r ____ _ 
(1) Had Someone to your bome for lunch or dinner _______________ _ 
(2) Gone to someone's home for lunch or dinner _________________ _ 
(3) Had someone come by your house to visit ____________________ _ 
(4) Gone over to someone's house for a visit ___________________ _ 
(5) Gone out with someone (to a restaurant, movie, etc.) _______ _ 
69. Sometimes friends, neighbors, or fam1ly members perform 
belpful tasks for each other, such as watch1ng the house when one is 
out of town, p1ck1ng up tbe mail, help1ng with m1nor household 
repairs or chores, etc. Are there people who would help you 1n these 
ways? 
o = no 
1 = yes 
(IF YES, ASK FOR FIRST NAMES AND RECORD ON NAME LIST 1. FOLLOW SAME 
FORMAT AND RECORD NAMES FOR Q.'S 70-83.) 
70. Are tbere people who would ask IgJl to help them in these 
ways? 
71. Th1nking back to tbe six montbs before the stroke, do you 
have any friends, neighbors, or family members who would hel p you if 
you were sick for a :short time? Tbat is, for a few days up to a 
week? 
72. How about people who would ask you to help them if they were 
sick for a short time? Do you bave any friends, neighbors, or fam11y 
members who would ask for your help in this way? 
73. When you are concerned about a personal matter, for example, 
about someone you are close to, or something you are worried about, 
how often do you talk about it with someone? Would you say, 
____ Usually 
____ Sometimes ____ Hardly ever 
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7~. Th!::l:: :1bo:.:t tho h:t :1. Olonth3, a3pac1all1 the time before 
the :stroke, when you did talk with :someone about per:sonal matter3, 
whom d1d you talk with? 
75. Are there people who would come to you to talk about 
:something they were worried a~out, or about a per30nal matter? 
Remembet', it can be a family member, friend, or neighbor. 
76. Often, people ask advice, or rely on the judgment of someone 
they know in making important deci:sion3 about their lives--for 
example, about their family or their work. 13 there anyone wh03e 
opinion, in the six month3 before the stroke, you con3idered 
seriou31y in making important deci3ion3? 
77. Are there people who would seek your opinion or advice about 
thing3? 
78. Sometime3 people get together with close friend3, neighbors, 
faml1y or others to do something enjoyable together, or jU3t to 
socialize. Hay I have the first name3 of the per30n3 you've done (or 
do) these thing3 with on a regular ba3is? 
79. Sometime:s people get together with other3 to talk about 
hobbie3 or spare-time interests they have in common. Do you ever do 
thi3? With whom? 
80. If, in the time before your 3troke, you had been 111, or 
needed help for longer than jU3t a few day3, 3ay week3 or month3, i3 
there someone, or more than one per30n, you could calion to help, 
come and stay with you if needed, or take you into their home? 
81. Sometimes, people have one person, or a few people they feel 
closest to--people they can confide in, or share per30nal worrie3 and 
concerns with. Who are the people you feel cl03e3t to in this way? 
82. (IF SPOUSE IS NOT NAHED, ASK ABOUT SPOUSE) Would you 3ay 
that you feel closer to this person (the3e people) than your spou3e? 
o = 
1 = 
no 
yes 
- -- _._------- ------------
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83. (PRESENT NAME LIST I) 
Are tbere any other people wbo were important to you before 
the stroke whose names are not on tbis list? For example, friends, 
relatives, neighbors, co-workers, or members of the same 
organization? 
(ADD ANY ADDITIONAL NAMES TO NAME LIST I) 
SOCIAL NETWORK DATA: STROKE VICTIM'S SUPPORT--
TIME OF STROKE: 
Now I'd like to ask about those friends, co-workers, neighbors 
or family members who bave been helpful to you since the stroke. 
This can be practical help, moral support, encouragement, etc. 
100. Who are tbe people who've been important and helpful to you 
during tbis time of the stroke? (RECORD ON NAME LIST A) 
SOCIAL NETWORK DATA - NEGATIVE ASPECTS: 
In situations like this, sometimes we find that there are people 
who don't help as much as we expect them to, or who don't help at all 
when we expected them to. 
101. Are there people who have helped during tbis time of 
illness, but not as mucb as you expected they would, or who haven't 
helped at all when you tbought they would? 
May I have their first names? (RECORD NAMES AND OTHER INFORMATION 
BELOW) 
Relationship Helped less 
_____ j~m~ ___________________ ~~_~j _________ ~~~D_R1Ri~~i~ ____ j~_b~lR __ 
, Less help than expected 
or no help when expected _____ _ 
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102. We all know people who try to help, but end up making the 
situation worse. Are there any people you feel have been a hindrance 
to your recovery thus far even though they try to be helpful? 
o = no 
1 = yes 
What are their names? (RECORD NAMES AND OTHER INFO BELOW) 
Relationship 
_____ Bim~ ________________________ !~_~1 ________________ B1D~~iD~~LS1_ 
, Hindrance _____ _ 
103. Sometimes we run into people who seem to be out to make life 
difficult. Are there people like that who have made problems for 
you? 
o = no 
1 = yes 
Who would they be? (RECORD NAMES, RELATIONSHIPS BELOW) 
, Made problems ______ _ 
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104. We all know people we find it ea:sy to get along w1th, and 
other:s we don't get along with. Are there people you don't get along 
with? 
o = no 
1 = ye:s 
May I have their fir:st name:s? (RECORD NAMES AND RELATIONSHIPS BELOW) 
, Don't get along with ______ _ 
Total' Negatlve ________ _ 
INSTRUCTIONS FOR COMPLETING NAME LISTS, CODING SHEETS, AND MATRIX: 
1. FOR NAME LIST I, RECORD INFORMATION REGARDING RELATIONSHIP, 
AGE, SEX, AND CLOSENESS ON NAME LIST I FORM. 
2. REPEAT FOR NAME LISTS II AND A. 
3. ON CODING SHEET, RECORD NAMES OF UP TO 10 PERSONS IN 
APPROPRIATE BOXES ACROSS THE TOP, BASED UPON THE FOLLOWING 
CRITERIA: 
a. THOSE WHOM RESPONDENT INDICATES THEY (OR SV) ARE 
ESPECIALLY CLOSE TO. 
b. THOSE RESPONDENT INDICATES AS HOST IHPORTANT PROVIDERS 
OF SUPPORT, IF NOT ALREADY SELECTED. 
4. IF 10 OR FEWER NW HEHBERS, ASK QUESTIONS ON CODING SHEET 
ABOUT ALL OF THOSE NAHED. 
5. COMPLETE INFORHATION ON CODING SHEETS, USING APPROPRIATE 
SHEETS FOR PI AND SV. 
6. CIRCLE NAMES THAT APPEAR ON BOTH SV AND PI CODING SHEETS. 
7. COMPLETE INFORHATION ON NW HATRIX SHEET. 
~--------------
--------------- --- ----
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105. In general, bow satisf1ed are you witb tbe ill2lin.t of social 
contact you bave witb otbers? (HAND CARD TO R) 
1 = very dissatisfied 5 = very satistied 
2 = somewbat dissatisfied 8 = refused/dk 
3 = neutral 9 = mi 
II = somewbat satistied 
106. In general, bow satisfied are you witb tbe Q ual1 ty or 
closeness of tbe social contact you bave witb otbers? ( HAND CARD TO 
R) 
1 = very dissatisfied 5 = very satisf1ed 
2 = somewhat dissatisfied 8 = refused/dk 
3 = neutral 9 = mi 
lj 
= somewbat satisfied 
107. As you can see, I've asked you many different kinds of 
Questions about you. But everyone is different and I might have left 
out sometbing tbat is important to you. Can you tbink of anytbing 
tbat I should bave asked about you and tbe stroke but didn't? 
~-~.~~---- ... ------------
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CUrrent Residence (SV only) 
1 = hospital 
2 = rehabUitation facUity 
3 = nursing home 
4 = home 
5 = other _____________ (specify) 
9 = m13sing 
Respondent's degree of cooperation 
= excellent 
2 = good 
3 = fair 
4 = poor 
Did respondent mention 
wanting summary I 
final report? 
o = no 
1 = yes 
Was anyone else present during this interview? 
o = no 
1 = yes--Specify: approximate age of persons, 
sex and relationship to respondent. 
How long was this person present? ______________________________ _ 
Did this person participate in interview responses? ____________ _ 
How well do you feel the respondent underst.uod t.he 1t.e1ll5 of this 
interview? 
1 = understood all items with no trouble 
2 = understood most 1tems, but had trouble with a few 
3 = understood very few 1tems, bad trouble w1Lh most 
4 = had trouble understand1ng all items 
Note below any other unusual problems in this interv1ew: 
422 
STROKE SURVEY: SOCIAL SUPPORT AND WELL-BEING 
INITIAL INTERVIEW SCHEDULE: 
PRIMARY INFORMANT FOR STROKE VICTIM 
Place of Interview ___________ _ Dyad I.D. , ____________ _ 
Interviewer __________________ _ Re~pondent Code ________ _ 
Date _________________ _ 
1 = PI 
Interview time begin _________ _ 2 = SV Interview time end ___________ _ 3 = PI re: SV 
First, let me tbank you for taking tbe time to talk witb us. We 
are very interested in learning more about stroke patients and tbeir 
families and friends. I bave a number of questions to ask you, so 
let me know if you need to rest, to take a break, or want furtber 
explanation. Let me reassure you that all information you provide 
will be kept confidential. 
Tbe first ~et of que~tions will cover general background 
information. 
DEMOGRAPHICS: 
3. Wbat is bis/ber date of birtb? ______________ _ 
4. Sex (INTERVIEWER CODE) 
= felllale 
2 = ma 1 e 
5. Wbat i~ bis/ber etbnic background? (ASK ONLY IF NOT 
OBVIOUS) 
1 = Caucasian 
2 = Black 
3 = Hispanic 
4 = Asian American 
5 = American Indian 
6 = otber 
8 = refused/dk 
9 = mi 
(DO NOT ASK Q. 6-9 IF SPOUSAL RELATIONSHIP) 
6. What i~ _________ '5 marital status? 
o = Single, never married 
1 = living as married 
2 = married 
3 = widowed 
How 10Dg bas 
years/montbs 
4 = separated 
5 = divorced 
8 = refused/dk 
9 = mi 
beeD ________________ ? 
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8. Does ___________ bave any cbildren, stepcbildren, or adopted 
cbildren? 0 = no 
Total , of cbildren: _________ _ 
lthU.nu 
1 = out of state 
2 = elsewbere/state 
3 = metro area 
~ = same city/town 
Gender 5 = same part town 
1 = female 6 = neigbborbood/ 
_. __ ja.IL ______ Z_~_llJllil _____________ ~ui_.tIloIlli11.ng ______ _ 
~n11i1_1 ________________________________________________________ _ 
,---------------------------------------------------------3 ________________________________________________________ _ 
~--------------------------------------------------------2 _______________________________________________________ _ 
(USE OTHER SIDE IF > 5 CHILDREN) 
9. Makeup of Household: 
I'd like to ask some questions about tbe makeup of ______ 's 
housebold, about tbe people wbo live witb bim/ber. What are tbe 
first names of all tbe otber persons wbo live wi tb __________ on a 
regular basis? (LIST BELOW) 
Name Sex Age "Rei at. to SV "Relat. to PI 
_________________ 11I_.n~1_~.tI~1~1oI~1 __________________________________ _ 
1.1Ri~Rg.ni1i.n!1 _____________________________________________________ _ 
2. _________________________________________________________________ _ 
3 • _______________________________________ . __________________________ _ 
~.------------------------------------------------------------------
5. _________________________________________________________________ _ 
6. _________________________________________________________________ _ 
7. _________________________________________________________________ _ 
"CODE RELATIONSHIPS AS FOLLOWS: 
1 = selt 9 = aunt/uncle Total , < 18 yrs. ____ 
2 = spouse 10 = grandcbild Total , > 18 yrs. ____ 
3 = cbild 11 = friend Total , in bousehold ___ 
~ = sibling 12 = spousal friend 
5 = parent 13 = otber (specify) _________________ 
6 = in-law 98 = refused 'Housebold code _______ 
7 = niece/nepbew 99 = dk/.i 1 = marital relationsbip 
8 = grandparent 2 = kids in bouse 
3 = otber ____________ 
specify 
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Initial Interview 3 Code , ___________ _ 
10. What i:s the bigbe:st level of education ha:s 
completed? 
1 = <7 year:s of :scbool 
2 = Jr. bigb (7-9tb grade) 
3 = partial bigb :scbool 
4 = bigb :scbool graduate 
5 = trade/tecbnical :scbool 
6 = partial coIl ege 
7 = college graduate 8 = graduate/profe:S:Sional training 
98 = refu:sed/dk 
99 = mi 
Now, lid like to a:sk you :some que:stions about __________ '3 
employment bi:story. 
11. At tbe the of the :stroke, what was his/ber employment 
:status? (HAND CARD TO R) 
o = never worked outside bome--skip to Q. 15. 
1 = employed full-time 
2 = employed part-time 
3 = unemployed 
4 = retired 5 = otber ________________ (:specify) 
8 = refused/dk 
9 = mi 
12. How long bas ___________ been _________________ ? 
____________ years (montbs) 
13. What is (was) ________ 'S occupation called? 
(PROBE: self employed/own business) 
15. In wbicb of the following categories did __________ 'S 
year's total bg~~Jbgl~ inoome fall? (HAND CARD TO R) 
1 = <$5 , 000 7 = $30,000 - $39,999 
2 = $ 5,000 - $ 9,999 8 = $40,000 - $49,999 
3 = $10,000 - $14,999 9 = >$50,000 4 = $15 , 000 - $19,999 98 = refused/dk 
5 = $20,000 - $24,999 99 = IIi 
6 = $25,000 - $29 , 999 
1 ast 
The next set of questions will be asking you about ________ I s 
living arrangements prior to the stroke. (ASK 16-20 OF SV ONLY IF 
NOT ALREADY DETERMINED.) 
16. How long has _________ lived at his/her current residence? 
__________ year:s (montbs) 
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Initial Interview II Code , ___________ _ 
17. Is (was) bis/ber residence in an urban, rural or suburban 
setting? (INTERVIEWER CODE) 
1 = urban 
2 = rural 
3 = suburban 
9 = IIi 
18. In wbat type ot residence do (did) 
(INTERVIEWER CODE) 
1 = slngle tully 6 = 1I0bil e bome 
live? 
2 = duplex 7 = otber _________ (specify) 
3 = apartment 9 = mi II = condo 
5 = subsldized bouslng 
19. Do (dld) __________ own or rent tbe resldence? 
1 = own 
2 = rent 
8 = refused/dk 
9 = ml 
20. How long bas _________ 11ved in the ______ area? 
__________ years (llontbs) 
21. What forllls ot transportatlon did _______ utilize; bow dld 
he/sbe run errands, vhlt friends and relatives, etc.? (CIRCLE ALL 
THAT APPLY) 
1 = public 
2 = frlends 
3 = relathes 
4 = taxl 
5 = self 
6 = other ___________ (spec1fy) 
8 = refused/dk 
9 = ml 
22. Does _________ bave any pets In his/ber residence? (CIRCLE 
ALL THAT APPLY) 
0 = no 4 = fhh 
= 
dog 5 = 
__________ other 
2 = cat 8 = refused 
3 = bird 9 = mi 
Total number of pets 
ORGANIZATIONAL INVOLVEMENT/ACTIVITIES: 
The followlng set of questions will be about _____ 's R~~=~l~R~~ 
non-work act.hities, sucb as hobbies, or any groups or clubs he/she 
belonged to. 
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Initial IntervIew 5 Code , ___________ _ 
25. What 1~ __________ '~ rellg1ou~ preference? 
0 = none 
1 = 
Prote~tant ___________________ (denominatlon) 
2 = Catbolic 
3 = Jewisb 
4 = 
otber ___________________ (~peclfy) 
8 = refused/dk 
9 = ml 
26. Before tbe stroke, bow active was 
relIgious organIzation? (READ RESPONSES) 
1 = inactive 4 = very acti v e 
2 = only a little active 8 = refused/dk 
3 = somewhat active 9 = m1 
In 
27. How often dId ___________ attend religIous services? 
0 = never 4 = weekly 
1 = <1 montb 5 = > weekly 
2 = lIIontbly 8 = refused/dk 
3 = 2-3 t1.e~ a montb 9 = ml 
bis/her 
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Initial Interview 6 Code , ___________ _ 
28. The next 3et ot que3tion3 will be about _________ '3 
membership in club3, groups, or organization3. First, can you tell 
me what organizations ______ pre3ently belongs to? (LIST BELOW) 
Officer 
in last Activity Heeting Freq. of 
,-~~j£~ _______ 1~1~1 _______ ~~b~~~1~ _____ Jll~n~An~f 
0= no 
1= yes 
1= inactive 
2= little 
3= 
4= 
somewha t 
very 
1 = < 11 mo 
2= 1/1110 
3= 1-3/110 
4= weekly 
5= 2-3/week 
6= daily 
7= other 
0= never 
1= <lImo 
2= 11 mo 
3= 1-3/mo 
4= weekly 
5= 2-3/week 
6= 4-6/week 
7= daily 8= other ___________ (3pecify) 
Activity Heeting Freq. 
_____ Drg~_Bjmf _________ ~~~f!! ___ DrIl~~r ____ 1ilil ____ ~~b~~ylf __ Al1~D~ 
"ORGANIZATION CODE 
0 = none 7 = 3enior center 
1 = business, prof or tech 8 = social, sport or 
2 = church connected recreational 
3 = charitable 9 = youth related 
4 = Civic, cOlIIlDunity or neighborhood 10 = other __________ (spec1fy) 
5 = fraternal or veterans 99 = lIIi 6 = political 
---_._-_._. ---- ---------
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Initial Interview 7 Code , ___________ _ 
29. Does _________ give bis/ber time to otber volunteer work? 
o = no--if no, skip to Q. 30 
= yes 
Frequency (HAND CARD TO R) 
1 = <1 mo 
2 = 1-3/mo 
3 = weekly 
4 = 2-3/week 
5 = 4-6/week 
6 = daily 7 = other __________ _ 
QtEjn11j!12n _____________________________ l~Ri~1fl1 ____ 1_2f_~2Yt~_ 
30. 
bobbies? 
Does _________ bave any special interests, pursuits, 
(PROBE: What does be/she do witb tbeir spare time?) 
Frequency (HAND CARD TO R) 
o = no, notbing 1 = <1 mo 
2 = 1-3/mo 
3 = weekly 
4 = 2-3/week 
5 = 4-6/week 
6 = daily 
or 
L1~t 7 = other ____________ _ 
___ j~~R2n~~ ____________________________________ I~Ri~1f11 __________ _ 
Total , hobbies _________ _ 
Sum of hobbies freq _____ _ 
429 
Initial Interview 8 Code , ___________ _ 
31. Has __________ used cOllllllu"ity services and/or agencies in 
the past year? (PROBE) 
Frequency (HAND CARD) 
(see above for 
~~~~i~~_BAm~ __________________ ~t~~~ ____________ £~~~~n~~_~~11 _______ _ 
'SERVICE CODE 
o = none, no 
1 = Heals on Wheels 
2 = VNA 
3 = Sr. Ctr.(Loaves & Fishas) 
II = Food Stamps 
HEALTH/WELL-BEING: 
5 = Adult & Faill. Servo 
6 = otber (specify) 
8 = refused/dk 
9 = mi 
Total I of Services ______ _ 
Sum of frequency _________ _ 
In tbe following sections are questions regarding _________ ' s 
healtb and well-being. 
32. Were tbere any important good or bad events that happened to 
_________ in tbe year before tbe stroke? (FOR EXAMPLE: Deatb of 
someone close, birtb of grandchild, retirement, serious accident, 
etc.) 
o = no 
1 = yes __________________________ (specify event and 
__________________________ wben occurred) 
8 = ret'used/dk 
9 = IIi 
33. Did ________ bave any physical disabilities that limited 
work or social activities before tbe stroke? 
o = no--skip to Q. 35 
1 = yes ____________ (specit'y) 
8 = ret'used/dk 
9 = mi 
34. Did this ____________ require tbe use of special services, 
aids 01' equipillent? (PROBE: For ezample, braces, vision or hearing 
aids, band raUs, bospital beds, etc.) 
o = no--it no, probe 
1 = yes __________ (specity) 8 = retused/dk 9 = lli/na 
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Initial Interview 9 Code , ___________ _ 
35. How would you rate _________ ' s overall heal th prior to the 
stroke? (HAND CARD ro R) 
= excellent 
2 = very good 
3 = good 
II = fair 
5 = poor 
8 = refused/dk 
9 = IIi 
38. Did __________ have any chronic health problems previous to 
this stroke? (IF NO ANSWER, PROBE: e.g., Diabete:l, heart condition, 
high blood pressure) 
o = no 1 = yes--list: ______________________ _ 
39. Other than for the stroke, has __________ been hospitalized 
in the year before the stroke? 
o = no 
1 = yes--how many tll1es ___________ _ 
8 = refused/dk 
9 = IIi 
length of hospitalization (days) for each 
110. In the six months prior to the stroke, 
visited the doctor? 
Total , ________________ (if 0, ask Q. 41) 
9 = na 
how many times has _ 
111. Pr10r to the stroke, when was the last time __________ saw a 
doctor for his/her own health? _______________ _ 
112. Prior to the stroke, what medications was _________ taking 
on a regular bas1s? 
Drug Purpose Frequency 
Total' meds. _________ _ 
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Initial Interview 10 Code , ___________ _ 
45. In the six .onths before the ~t:-oke, did ________ have an 
emotional problem for whicb be/she sought belp? 
o = no 
= yes (specify source) 
8 = refused/dk 
9 = mi/na 
46. In the six lIonths before tbe stroke, which of the following 
choices best describes _______ 's appetite? (HAND CARD TO R) 
= greatly reduced 
2 = somewhat reduced 
3 = about the same as usual 
4 = somewhat increased 
5 = greatly increased 
8 = refused/dk 
9 = lIIi 
47. Did ________ experience any change in sleeping habi ts in 
the six months before the stroke? 
o = no 
yes--have you experienced any of the following? 
(CIRCLE ALL THAT APPLY) 
1 = trouble falling asleep 
2 = trouble staying asleep 
3 = trouble waking up too early 
4 = trouble sleeping too much 
5 = otber ____________________ (spec1fy) 
8 = refused/dk 
9 = lIIi 
STROKE--PERCEPTIONS & FEELINGS: 
Now I'd like to ask some Questions about tbe stroke. 
48. Thinking back, can you tbink of anytbing _________ might 
bave done to prevent tbe stroke? 
o = no 1 = yes __________________ (specify) 
8 = refused/dk 
9 = lIIi 
49. How concerned do 
possibility of anotber stroke? 
you tbink ________ _ 
(HAND CUD TO R) 
1 = very unconcerned 
2 = somewhat unconcerned 
3 = neutral 
4 = somewhat concerned 
~--~-----~-~ ---- --------
5 = very concerned 
8 = refused/dk 
9 = IIi 
about the 
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Initial Interview 11 Code , ___________ _ 
54. Ha~ known anyone el~e who ha~ had a ~troke? 
o = no 
1 = ye~, ~pec1fy relat10n~h1p (who wa~ that) ______________ _ 
8 = refulled/dk 
9 = m1 
SOCIAL NETWORK--SY BEFORE STROKE: 
Now, a tew que~t10n~ about the people, relation~h1p~, and 
activitie~ that were important to ________ before the stroke. 
68. In the pa~t six 1I0nth~, about how often d1d 
------_. 
(HAND CARD) Frequency Code 
o = never 
1 = < 1 mo 
2 = 1-3/mo 
3 = weekly 
4 = 2-3/week 
________________ J~li~i~I _________________________ 5_:_~~ilI ____ _ 
(1) Have someone to h1~/her home for lunch or dinner ___________ _ 
(2) Go to someone'll home for lunch or dinner ___________________ _ 
(3) Have someone come by h1l1/her hou~e to vi~it ________________ _ 
(4) Go over to someone's hou~e tor a vill1t _____________________ _ 
(5) Go out with ~olleone (to a re~taurant, movie, etc.) _________ _ 
84. Are there people ___________ regularly spent time 
socializing with, vi~1ting, ~haring hobbies or interests? 
o = no (PROBE: Can you think of anyone _________ enjoyed 
spending tille with?) 
= yes 
May I have the f1rst names of the~e people? (ADD NAMES TO NAME LIST 
A) 
(FOLLOW SAME FORMAT AND RECORD NAMES FOR Q.'S 85-86) 
85. If ____________ had a serious concern or problem, whom would 
he/~he talk to? 
86. (PRESENT NAME LIST A) 
Are there any other people who were important to 
before the ~troke who~e names are not on this list? For example, 
friends, relatives, neighbors, co-workers, or members of the same 
organization? 
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Initia! Interview 12 Code , ___________ _ 
87. Are there people _________ didn't get along with? Who 
would they be? 
SOCIAL NETWORK DATA, VICTIM--POST STROKE: 
100. Who are the people who have been important and helpful to 
during this time of experiencing a stroke? 
(ADD ANY ADDITIONAL HAMES TO NAME LIST A) 
INSTRUCTIONS FOR COMPLETING NAHE LISTS, CODING SHEETS, AND MATRIX: 
1. FOR NAME LIST I, RECORD INFORMATION REGARDING RELATIONSHIP, 
AGE, SEX, AND CLOSENESS ON NAME LIST I FORM. 
2. REPEAT FOR NAME LISTS II AND A. 
3. ON CODING SHEET, RECORD NAMES OF UP TO 10 PERSONS IN 
APPROPRIATE BOXES ACROSS THE TOP, BASED UPON THE FOLLOWING 
CRITERIA : 
a. THOSE WHOM RESPONDENT INDICATES THEY (OR SV) ARE 
ESPECIALLY CLOSE TO. 
b. THOSE RESPONDENT INDICATES AS MOST IMPORTANT PROVIDERS 
OF SUPPORT, IF NOT ALREADY SELECTED. 
4. IF 10 OR FEWER NW MEMBERS, ASK QUESTIONS ON CODING SHEET 
ABOUT ALL OF THOSE NAMED. 
5. COMPLETE INFORMATION ON CODING SHEETS, USING APPROPRIATE 
SHEETS FOR PI AND SV. 
6. CIRCLE NAMES THAT APPEAR ON BOTH SV AND PI CODING SHEETS. 
7. COMPLETE INFORMATION ON NW MATRIX SHEET. 
_ Lo; > ) ...., 
**GENr.MTr. 11 fll\)(Jrlllf~ or ;>0 IJlIf1J:;' lilTH Hr.LI\TION lIflfl Sr.x 
INrOHt·IlITION O~J r:!,CII 
l,U, NO, ________________ __ 
Relationship Code 
O-other 
i-spouse 
2-child 
3-sibling 
.:I-parent 
5-other relative 
6-neighbor 
7-work aSSoc~dte 
B-friend 
Sex Code 
I-female 
2-male 
.10-
w 
.10-
~ · .~ .~ 'Ill NAME LIST II 
/ ** NAME RELATION SEX 5 CLOSE TO 
-. 1 I I I I 4 I I I I I 1 I 
-+-1 1 1 1 1 1 I 
~~~~--~~~~--~~-L-J--~~--------------L-__________ L-____ l-______ __ 
**GENERATE A MAXUIUM OF 20 NAt·Ir.S WITII nr.r,Jl.TJotl AND SEX INFORHJl.T ION 
ON EACII 
I,D, NO,_-______ _ 
Relationship Code 
O-other 
I-spouse 
2-child 
3-sibling 
4-parent 
S-other relative 
6-neighbor 
7-work aSSOCldte 
a-friend 
5exCode 
I-female 
2-male 
po 
w 
V1 
**GCNEP.ATr: A 11A:·:lfll1l1 or 20 NN!ES !H~'1 Rr.LA"'ION .'\tJn Sf':< 
INrOF11ATIOII at' r:ACII 
1.0. ~b. ____________ __ 
troke Patient) 
Relationship Code 
O-<:>ther 
l-spouse 
2-<:hild 
3-sibling 
4-parent 
5-other relative 
6-neighbor 
7-work aSSoc~dtt 
a-friend 
Sex code 
l-female 
2-male 
~ 
VJ 
'" 
(Circle all names that appear on both 
sv and PI coding sheets) 
How long have ifmonths ............ 
you known this 
person? if years ............ 
How often do you (yearly ............. 
see this person? yearly ............. 
sev. times/year .... 
monthly .•.......... 
2-3/month •..•...... 
wee;,.ly .......•..... 
2-6/week ........... 
daily .•............ 
How often do you 
talk on the phone or <yearly ............. 
exchange letters? yearly .•...•.•..... 
sev. times/year .... 
monthly ............ 
2-3/month .....••... 
weekly .........•... 
2-6/week .•......... 
daily .....•........ 
Where does out of state ....... 
live? elsewhere/state .... 
metro area .•....... 
same city/town ..... 
same part town ..... 
same bldg./ 
neiqhborhood ....... 
When you get in usually resp. .......... 
touch with about equal ........ 
who initiates usually other .•.... 
contact usually? 
Has asked for or received 
*If spouse or household member, 
delete column 
:he 
........................ 
........................ 
ICY 
, Type 
I 
2 
3 
4 
5 
6 
7 
8 
1 
2 
3 
4 
5 
6 
7 
8 
I 
2 
3 
4 
5 
6 
1 
2 
3 
0 
1 
COOING SHEET 
*Name Name 
Age: Age: 
Before stroke 
........................ .. ........................ .. 
After stroke 
Before stroke 
.......................... .. ........................ .. 
After stroke 
Before stroke 
.......................... .. ........................ .. 
After stroke 
Freq Freq 
Type Type 
Name 
AGe: 
.. ........................ 
........................ .. 
........................ .. 
Freq 
Type 
1.0. No. 
Name Name 
Aqe: Aye: 
.. ........................... .......................... .. 
.. ............................ .. .......................... 
.......................... .. ............................ 
Freq ___ Freq 
Type ___ Type 
.r:-
VJ 
-..J 
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NETWORK MATRIX FORM 
LIST TilE 10 SELECTED NAHES DOWN TIlE COLUMtI;L1ST THE FIRST 9 OF TIIEM ACROSS TtJE 
TOP. III TIlE SANE ORDER. HI TilE SPACES PROVIDED. ASK ABOUT ALL RELATlOIISIlIPS 
IN COLUMN 1. TIIEN ABOUT ALL RELATIONSIIPS IN COLUMH 2. ETC. 
1. 
2. ___ _ 
3. ___ _ 
4. ___ _ 
5. ___ _ 
6. __ _ 
7. 
Uo 1 and 00 2 and 00 3 and 00 4 and 00 5 and 
2 ..... 10) (3 ... 10) (4 ... 10) (5 ... 10) (6 ... 10) 
know E:ilCI! know ellci know each know ea. know eacl 
other? uti,(!I'? otlll~r? other? other? 
. 
Yes ... 1 
No ••.•• ! 
Yes ••• 1 Yes .•• 1 
No .•.• 2 IID ••.. 2 
Yes ••. 1 Yes .•. 1 Yes ... 1 
No ..•. 2 flo •••• 2 No .••• 2 
Yes .•. 1 Yes ••• 1 Yes ... 1 
No •... 2 No ..•• 2 No .... 2 
Yes ••. 1 Yes .•. 1 Yes ••• 1 
No .... 2 No .... 2 No .••• 2 
----
Yes .•• 1 
No •••• 2 
Yes •.• 1 Yes ••. 1 
No •••• 2 No .••• 2 
-
8. _____ 
1 Yes ... 1 Yes •.. 1 Yes .•. 1 Yes ••• 1 Yes ••• 1 
No •••• 2 No .... 2 No .... 2 No ••.• 2 No .... 2 
----
9. Yes ..• 1 Yes .•• 1 Yes ... 1 Yes ... 1 Yes ... 1 
No •.•• 2 No •••• 2 No .... 2 No .... 2 No •••• 2 
10. 
'ies ... 1 Yes ... 1 Yes ••• 1 Yes ••• 1 Yes ••• 1 
No •••• 2 No .••• 2 No •••• 2 No •••• 2 No •••• 2 
00 6 and Do 7 and 
(7 ... lD) (8 .. 10) 
know ea. kno'~ ea. 
Ol,ler? otller? 
No .... 2 
----
-.-
Yes ••• 1 Yes ... 1 
No .... 2 No .••• 2 
Yes ••. 1 Yes ... 1 
No •••• 2 No .••• 2 
Yes •.• 1 Yes ••• 1 
No •••• 2 No •••. 2 
-
._-
DL' 8 dOl Do 9 & 
(9 ... 10) 10 
komi eaci Il1ml ea. 
olher? other? 
Yes ... 1 
110 .... 2 
--_. 
---" 
Yes ... 1 Yes ... 1 
No .... 2 No .... 2 
---
.. _-_._.-
•• INTERVIEWER A51<: Are there any of these acquaintances that have come about as 
a result of the stroke? (CIRCLE ALL 5UCII RELATlOtlSIIIPS) 
-------_._--- ---... -... - . 
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Stroke Related Data 
Primary Care Physician 
Referring Hospital Code ___________ _ Name __ _ 
Date of Stroke ___________________ _ Address _______________________ _ 
= ri gh t 
2 = left 
3 = ambidextrous 
= hemorrhagic 
2 = thrombo-embolic 
3 = lacunar 
Tele. _________________________ _ 
= primary language English 
2 = first language other than English 
(specify) ____________ _ 
= left cerebral 
hemisphere 
2 = right cerebral 
hemisphere 
3 = brain stem 
~~Y~~i~l~~k~~ 
(1 = yes 
~lAl~~-1nI~~i (0 = no) 
Medical records 
C.T. scan 
(spe cify) _______ .______ 4 = other Brain scan 
Angiogram 
Name ___ __ 
Admi t Date _____ . ________ _ 
DIe Da t "' ____________ _ 
Therapies Received: P.T. O.T. S.T. Other (spe cify) _______ _ 
P. T. 
o = no 
1 = yes 
O.T. S.T. Other Other 
1 = Good Samaritan 
2 = V.A. 
3 = Emanuel 
~ = Salem Mem./General 
------------- ---.-.. - ..... 
Provider: 
5 = St. Vincent 
6 = OHSU 
7 = Providence 
APPENDIX B 
FOLLOW-UP INTERVIEW SCHEDULES 
----------_.--- .---.. ---
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STROKE SURVEY: SOCIAL SUPPORT AND WELL-BEING 
FOLLOW-UP INTERVIEW SCHEDULE: 
PRIHARY INFORHANT/STROKE VICTIH 
Place ot Interview ___________ _ Interview , ____________ _ 
Interviewer __________________ _ Dyad I.D. , ____________ _ 
Date _________________ _ Respondent Code ________ _ 
Interview tille begin _________ _ 1 = PI Interview tille end ___________ _ 2 = sv 
3 = PI re: SV 
First, let me thank you tor taking the time to talk with us 
again. We are very interested as you know in learning more about 
stroke patients and their ~amilies and friends. I again have a 
number of questions to ask you, so let me know it you need to rest, 
to take a break, or want further explanation. Some of the questions 
will be Similar to those we asked before. Let me reassure you that 
all information you provide will be kept confidential. During this 
interview, we'll be interested in how things have been going for you 
in the past six months, since we last talked. 
1- Has there been a change in your lIarital status in the last 
six months? (IF YES, HAND CARD TO R) 
0 = no 5 = divorced 
1 = living as Ilarried 6 = living alone 
2 = lIarried 8 = refused/dk 
3 = widowed 9 = IIi 
II = separated 
?. Have any ot your Children moved in the last six months? 
0 = no (skip to Q. II) 8 = retused/dk 
1 = yes 9 = mi 
3. Hay I please have the tollowing intormation about your 
chlldren? 
111:11JDU 
1 = out ot state 
2 = elsewhere/state 
3 = lIetro area 
4 = same city/town 
Gender 5 = same part town 
1 = temale 6 = neighborhood/ 
A'~ _______ Z_£_mJl~ ___________ :lJm~_~y11~1Di __________ _ 
~b11~-1 ________________________________________________________ _ 
Z ________________________________________________________ _ 
3 ________________________________________________________ _ 
l ________________________________________________________ _ 
2 ________________________________________________________ _ 
(Use other side it > 5 children.) 
------"-- -------------
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Follow-up Interview 2 Code , ___________ _ 
4. Makeup of Household: 
I'd like to ask some Questions about tbe present makeup of 
your housebold, about tbe people wbo live witb you (and _______ ). 
What are tbe first names of all tbe otber persons who live witb you 
on a regular basis? (LIST BELOW) 
Name Sex Age "Relat. to SV "Relat. to PI 
(If not obvious) 
1.1B~~R~n~~n11 _____________________________________________________ _ 
2. _________________________________________________________________ _ 
3. _________________________________________________________________ _ 
4. _________________________________________________________________ _ 
5. _________________________________________________________________ _ 
6. _________________________________________________________________ _ 
7. _________________________________________________________________ _ 
"CODE RELATIONSHIPS AS FOLLOWS: 
1 = self 9 = aunt/uncle Total 
, < 18 yrs. ____ 
2 = spouse 10 = grandcb1l d Total 
, > 18 yrs. ____ 
3 = cb1ld 11 = friend Total 
, in bousehold ___ 
4 = sibling 12 = spousal friend 
5 = parent 13 = otber 
(specify) _________________ 
6 = in-law 98 = refused/dk 'Household 
code _______ 
7 = niece/nepbew 99 = mi 1 = marital relationship 
8 = grandparent 2 = kids in bouse 
3 = 
otber ____________ 
specify 
Now, I'd like to ask you some Questions about your employment 
si tua tion now. 
5. Wbat is your current employment status? (HAND CARD TO R) 
0 = 
1 = 
2 = 
3 = 
4 = 
5 = 8 = 
9 = 
never worked outside bom~--skip to Q. 9. 
employed full-time 
employed part-time 
unemployed 
retired 
otber ________________ (specify) 
refused/dk 
.i 
--- -------- --------------
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Follow-up Interview 3 Code , ___________ _ 
6. Is this a change trom si% aontbs ago? 
o = no (skip to Q. 9) 
1 = yes 
Wbat is your occupation called? 
8. In general, bow sa tist1ed are you witb bei ng a ________ ? 
(HAND CARD TO R) 
= very dissatistied 
2 = somewbat dissatisfied 
3 = neutral 
4 = somewbat satistied 
5 = very satisfied 
8 = refused/dk 
9 = mi/na 
9. How mucb. it at all, bas your standard of living 
(economically) cbanged since tbe stroke occurred? (HAND CARD TO R) 
1 = decreased considerably 
2 = decreased somewbat 
3 = remained tbe same 
4 = increased somewbat 
(ASIC AT T3 ONLY) 
5 = increased considerably 
8 = refused/dle 
9 = mi 
10. In wbicb of tbe following categories did your last year's 
total ~2y~~b21~ income tall? (HAND CARD TO R) 
1 = <$5,000 7 = $30,000 - $39,999 
2 = $ 5,000 - $ 9,999 8 = $40,000 - $49.999 
3 = .'0,000 - $14,999 9 = >$50,000 4 = .'5,000 - $19,999 98 = refused/dk 5 = $20,000 - $24,999 99 = mi 6 = $25,000 - $29,999 
11. Have you changed your residence in tbe last six montbs? 
o = no (skip to Q. 16) 
1 = yes 
12. Could you tell me a little about the circumstances that lead 
to your moving? 
13. Residence setting? (INTERVIEWER CODE) 
1 = urban 
2 = rural 
3 = su turban 
9 = mi/na 
----------.- -------------- --_._- .. ---
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Follow-up Interview Code , ___________ _ 
1_. In wbat type of residenoe do you live? 
1 = si ngl e family 6 = lIobile bome 
2 = duplex 7 = otber _________ (speoify) 
3 = apartllent 9 = IIi 
-
= 
oondo 
5 = SUbsidized bousing 
15. Do you own or rent your residence? 
1 = own 
2 = rent 
3 = otber 
8 = refused/die 
9 = 111 
16. What forll of transportation do you utilize now j bow do you 
run errands, visit friends and relatives, etc.? (INDICATE f.Bll:lA.BI 
HODE OF TRANSPORTATION) 
= 
public 5 = selt 
2 = friends 6 = 
otber ___________ (specify) 
3 = relatives 8 = refused/die 
4 = tad 9 = lIIi 
17. Do you bave any pets in your current residence? (CIRCLE ALL 
THAT APPLY) 
0 = no (IF NO, SUP TO Q. 19) 4 = fbb 
1 = dog 5 = 
__________ otber 
2 
= 
cat 8 = refused/dk 
3 = bird 9 = IIi 
Total number of pets 
18. How attacbed to your pet(s) do you consider yourself? (HAND 
CARD TO R) 
= not attacbed at all 
2 = not very attacbed 
3 = neutral 
_ = sOllewbat attacbed 
ORGANIZATIONAL INVOLVEMENT/ACTIVITIES: 
5 = very attacbed 
8 = refused/dk 
9 = mi/na 
Tbe following set of questions will be about your Rri~iDl 
non-worle activities, suob as reUgious activities, groups or clubs 
you migbt belong to, bobbies and 90 fortb. 
R) 
19. How important is reUgion in your 11fe now? (HAND CARD TO 
1 a very uniaportant 
2 a sOllewbat unimportant 
3 :0: neutral 
_ :0: soaewbat i.portant 
5 :0: very 1.portant 
8 :0: refused/die 
9 = 111 
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20. At the pre:!ent, how active are you in your religious 
organization? (READ RESPONSES) 
= ina cti ve 4 = very active 
2 = only a little active 8 = refu:!ed/dk 
3 = :!omewhat active 9 = mi 
21. How often do you attend religiou:! :!ervice:!? 
0 = never 4 = weekly 
1 = (1 month 5 = > weekly 
2 = monthly 8 = refu:!ed/dk 
3 = 2-3 time:! a month 9 = mi 
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22. Wbat clubs, groups or other organizations do you presently 
belong to? (HAND CARD TO R) 
Freq. or Attendance 
0= never 
1 = < 1Imo 
2= munthly 
3= 2-3/mo 
11= weekly 
5= 2-3/week 
6= 11-6/week 
7= daily or >daily 
8= refused/dk 
9= mi 
Freq. 
___________ ~~g~_B~m~ __________________ ~g~~! _____________ j11~D~ _____ _ 
"ORGANIZATION CODE 
0 = none 7 = senior center 
1 = business, prof or tech 8 = social, sport or 
2 = cburch connected re"!reational 
3 = cbaritable 9 = youth related 
II = civic, community or neigbborbood 10 = otber __________ (specify) 
5 = fraternal or veterans 98 = refused/dk 
6 = political 99 = mi 
23. Do you belong to any selt-belp or support groups? 
o = no 1 = yes (spec1ty) ____________________ _ 
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24. Do you attend any stroke club meetings? 
o = no (IF NO, ASK Q. 25) 
1 = yes (IF YES, SKIP TO Q. 26) 
25. Is there a stroke club available in your area? 
o = no 
1 = yes 
8 = refused/dk 
9 = mi 
26. How helpful do you feel that tbe stroke club bas been to you 
and _____ '1 
1 = not very helpful 
2 = somewhat helpful 
3 = very helpful 
8 = refused/dk 
9 = mil na 
27. In what ways have you found a stroke club helpful? 
(specify) _____________________________________________ _ 
Stroke club help: 
Code as 1 = affective/emotional 
2 = instrumental 
3 = informational 
4 = combination 
28. Do you give you~ time to volunteer work'1 
o = no 
1 = yes 
Frequency (HAND CARD TO R) 
o = never 
1 = < 1 mo 
2 = montbly 
3 = 2-3/mo 
4 = weekly 
5 = 2-3/week 
6 = 4-6/week 
7 = daily or >daily 
8 = refused/dk 
~~~lnj'li1~n _______________ g_:_.1 ____________________ 1_~r_B~Y~; __ 
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29. Have you found that there are sOlie bobbies or specia! 
interests you are no longer able to pursue since the stroke? 
o = no 
1 = yes (specify) 
8 = refused/dk 
9 = mi 
30. Have you found there are some new bobbies or special 
interests you bave taken up since tbe stroke? 
o = no 
1 = yes (specify) 
8 = refused/dk 
9 = mi 
31. Have you used any community services andlor agencies in the 
past six montbs? 
How bel pful ? 
1 = not very helpful 
2 = somewhat helpful 
~~r~i~~_~~m~ ________________ !~g~~ ___________ 3_~_I~rI_b~l~fYl _______ _ 
'SERVICE CODE 
0 = none 5 = Adult & Fam. Servo 
1 = Heals on Wheels 6 = other (specify) 2 = VNA 8 = refused/dk 
3 = Sr. Ctr.(Loaves/Fishes) 9 = mi 4 = Food Stamps 
Total , of Services ______ _ 
HEALTH/WELL-BEING: 
In the following seations are questions regarding your heal th 
and well-being. 
32. Have there been any i.portant good or bad events that 
bappened to you in the lut six lIonths? (FOR EXAHPLE: Death of 
someone close, birth of grandcbild, retirement, serious accident, 
etc. ) 
o = no 1 = yes __________________________ (specify event and 
__________________________ wben occurred) 
8 = refuaed/dk 
9 = IIi 
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33. Do you currently have any phys1cal d1sabilities that limit 
your work or social activities? (ASK OF SV ONLY IF NOT OBVIOUS) 
o = no--skip to Q. 35 
1 = yes _____________ (specify) 
8 = refused/dk 
9 = mi 
34. Does this ____________ require the use of special services, 
aids or equipment? (PROBE: For exacple, brace3, vision or hearing 
aids, hand rail3, hospital beds, etc.) (ASK OF SV ONLY IF NOT 
OBVIOUS) 
o = no--if no, probe 
= yes ___________ (spec1fy) 
8 = refused/dk 
9 = mi/na 
35. How would you rate your overall health at the present time? 
(HAND CARD TO R) 
1 = excellent 
2 = very good 
3 = good 
4 = fair 
5 = poor 
8 = refused/dk 
9 = IIi 
36. Is your heal th now better, about the salle or worse than it 
was six lIonths ago? 
1 = better 
2 = salle 
3 = worse 
8 = refused/dk 
9 = IIi 
37. Do you feel that within the next six lIonths your overall 
health is likely to (READ RESPONSES) 
1 = get better 
2 = stay the salle 
3 = get worse 
8 = refused/dk 
9 = IIi 
38. Do you have any chronic health problems? (IF NO ANSWER, 
PROBE: e.g., Diabetes. heart condition. high blood pressure) 
o = no 1 = yes--list: ______________________ _ 
, Chronic Health Probs ______ _ 
450 
Follow-up Interview 10 Code , ___________ _ 
39. Have you been hospitalized in the last six months? 
o = no 
1 = yes--how many times ___________ _ 
8 = refused/dk 
9 = mi 
length of hospitalization (days) for each 
110. In t.he past. six lIoni".b:s .k!,," M""U H .. AQ ""VA vnlJ vj ~t tAct thp. 
doctor? 
Total , ______________ _ 
111. What medications are you now taking on a regular basis? 
112. In the past six months have you had an emotional problem for 
which you wanted help? 
o = no 
1 = yes (IF YES, ASK Q. 113) 
8 = refused/dk 
9 = mi 
113. Did you receive help for this concern? 
o = no 1 = yes __________________ (specify source) 
8 = refused/dk 
9 = Dli/na 
411. In the last six months, bave you experienced any change in 
your appetite? 
1 = greatly reduced 
2 = somewhat reduced 
3 = about the same as usual 
II = somewhat. increased 
5 = greatly increased 
8 = refused/dk 
9 = mi 
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45. Have you experienced any cbange in your sleeping babits in 
tbe past six montbs? 
o = no 
yes--bave you experienced any of tbe following? 
(CIRCLE ALL THAT APPLY) 
1 = trouble falling asleep 
2 = trouble staying asleep 
3 = trouble waking up too early 
4 = trouble sleeping too mucb 
5 = otber ____________________ (specify) 
8 = refused/dk 
9 = mi 
STROKE--PERCEPTIONS & FEELINGS: 
Now I'd like to ask some questions about tbe stroke. 
46. Tbinking back, can you now tbink of anything you might have 
done to prevent tbe stroke? 
o = no 1 = yes ___________________ (specify) 
8 = retused/dk 
9 = mi 
47. At this time, bow concerned are you about tbe poss1bil1ty of 
anotber stroke? (HAND CARD TO R) 
1 = very uncuncerned 
2 = somewhat unconoerned 
3 = neutral 
4 = somewbat concerned 
5 = very concerned 
8 = refused/dk 
9 = mi 
48. In your view, bow severe are __________ ' s physical heal th 
problems now? (HAND CARD TO R) (REWORD AS APPROPRIATE FOR SV) 
SV) 
= no problem 
2 = mlld problem, needs llttle or no belp 
3 = moderate problem. needs some help 
4 = serious problem, needs a lot of help 
5 = very severe problem, needs belp witb almost everything 
8 = refused/dk 
9 = mi 
How concerned are you that you might not be able to care for 
In tbe future? (HAND CARD TO R) (REWORD AS APPROPRIATE FOR 
= very unconcerned 
2 = aomewbat unconcerned 
3 = neutral 
4 = somewbat conoerned 
5 = very concerned 
8 = refused/dk 
9 = ml 
. ~--~--- -. -- -- --------
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50. In the pa"t "ix month", who or what ha3 been your greatest 
sources of strength in helping you adju"t to the stroke? (UP TO 
THREE SOURCES) (HAND CARD TO R) 
1 = f81111y 6 = "elf (own personality) 2 = spouse 7 = otber ___________ (specify) 
3 = friend 8 = refused/dk 4 = doctor 9 = mi 5 = religious beliefs 
51. Overall, how sati"fied have you been with the 
____ ha" received for the strolee? (HAND CARD TO R) 
APPROPRIATE FOR SV) 
health care 
(REWORD AS 
= very dissatisfied 
2 = somewhat dissatisfied 
3 = neutral 
4 = somewhat "atisfied 
5 = very satisfied 
8 = refu3ed/dle 
9 = ml 
52. From tbe perspective of 3ix months, who or what do you blame 
m~~l for tbe strolee happening? 
= self 5 = punishment 
2 = otber people 
3 = chance/luck 
6 = otber __________ (specify) 
8 = refused/dk 
4 = God 9 = ml 
(0.53-64 TO BE ASKED ONLY IF SV/PI HAVE SPOUSAL/MARITAL 
RELATIONSHIP) 
Now I want to ask a few questions about your relationship with 
___________ --about some of the things you enjoy doing together, and 
some of the ways you spend time together. Some of the following 
questions lIIay or may not fit your relationship with ______ • Since 
everyone bas different way" of communicating. Tbese next questions 
will be about your relationship in lobe last six months. 
53. In lobe last six montbs, bow often (HAND CARD TO R) have you and ___________ engaged 
in activities or outSide interests 0 = never together? _________________________ _ 1 = < 1 mo 
2 = monthly 
54. Had an interesting conversation 3 = 2-3/month about ideas or opinions? __________ _ 4 = weekly 
5 = 2-3/week 55. Laughed togetber? _________________ _ 6 = 4-6/weelc 
7 = daily or >dally 56. Calmly discussed sometbing? _______ _ 8 = refused/dk 
9 = mi/na 57. Worked together on a project? _____ _ 
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58. At present, 
same organizations? 
do you and _______ participate in any of the 
(SPECIFY NAME AND CODE BY TYPE OF ORGANIZATION): 
Name of 
Organization 
"'Type of 
Or/;anization 
"ORGANIZATION CODE 
o = none # of organizat. ___ _ 
1 = business, prof or tech 
2 = church connected 
3 = cbaritable 
4 = civic, comllunity or neighborhood 
5 = fraternal or veterans 
6 = political 
7 = senior center 
8 = social, sport or recreational 
9 = youth related 
10 = other (specify) 
98 = refused/dk 
99 = mi / na 
59. At present, how often would lobe two of you be 1 ikely to 
disagree on the following: 
for: 
handling (family) finances ________ _ 
ways of dealing witb children, 
in-laws, or relatives _____________ _ 
making lIajor decisions ____________ _ 
bousehold tasks ___________________ _ 
leisure tille interests or 
activ1tles _______________________ _ 
= rarely/almost 
never disagree 
2 = sometimes 
disagree 
3 = freQ. disagree 
8 = refused/dk 
9 = mi/na 
60. At the present tille, who bolds the primary responsibility 
bandling (family) tinances _____ 1 = self 
making .ajor decislons ____ 2 = otber 
bousehold tasks ____ 3 = both 
8 = refused/dk 
9 = mi/na 
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61. Tbink about your relation~bip witb ________ in tbe pa~t six 
montb~. If you bad a very personal and ~erious problem, bow likely 
would you be to ~hare it wi tb _______ ? Would you :say it wa~ (HAND 
CARD TO R) 
= very unlikely 
2 = somewhat unlikely 
3 = possi bly 
4 = somewbat likely 
5 = very likely 
8 = refused/dk 
9 = lIi/na 
62. Again, in tbe past ~1x montb~, 1C _______ bad a very 
personal and serious problem, bow likely would be/sbe be to share it 
witb you? Would you say it was (HAND CARD TO R) 
= very unlikely 
2 = somewbat unlikely 
3 = possibly 
4 = somewbat likely 
5 = very likely 
8 = refused/dk 
9 = mi/na 
63. In general, bow bappy are you wi tb your marriage 
(relationship) rigbt now? (HAND CARD TO R) 
1 = very unbappy 
2 = somewbat unhappy 
3 = neutral 
4 = sOllewhat bappy 
5 = very bappy 
8 = refused/dk 
9 = mi/na 
64. Compared to otber couples you bave known, overall, would you 
rate your marriage (relationsbip) as worse, about tbe same as, or 
better than other couples? 
1 = worse 
2 = about tbe ~ame a~ 
3 = better 
8 = refused/dk 
9 = mi/nB 
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(ASK ONLY OF PI) 
PERSONALITY/BEHAVIORAL CHANGES (SV): 
65. Some tamilie3 and triend3 have ob3erved per50nality and behavior 
change3 in a per30n following a 3troke, while other people 3ee the 
stroke patient u very lIucb tbe 38.e in per30nal1ty and behavior as 
they were betore. We would 11ke to a3k you 30me questions now 
about possible personality and bebavior cbange5 in _________ • I'll 
read 30me words or pbra5es that describe tbe way3 people sometimes 
feel or act. I'd 11ke you to t.ell lie wbet.ber ________ behaves or 
feels like this l~~~ t.baD betore t.be 3troke, a~Ry!_!bl_~i.1 as before 
the 3troke, or .~rl since t.he st.roke. (HAND CARD TO R) 
1. thoughtful (considerate) 
2. angry (sbort-tempered) 
3. irritable (easily uput) 
4. restless 
5. selt-centered 
6. anxious (teartul. nervous) 
7. shows init.iative (planning) 
8. impulsive. (u3es poor 
judgment) 
9. laugbs 
10. cries 
11. patlant (tolarant) 
12. indifferent, (lacks 
in1tiat.ive) 
13. pleasant, easy to 
get along w1th 
14. 3uspicious 
15. Jealous (possessive) 
16. oonfused (perplexed) 
17. depressed (sad) 
18. bappy (oheertul) 
19. torgetful (poor memory) 
URyLUI_un 
(2) 
Total Neg. Hor8 ______ _ Tot. Neg. Le3s ______ _ 
Total Pos. Hore ______ _ Tot. Pos. Le3s_______ Tot No. Change ____ _ 
---_._---_ ... -------------- --_ .. _- _ .. -.-
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SOCIAL NETWORK-SOCIAL SUPPORT DATA: 
Now I'd like to ask sOllie questions about the people who have 
been 1mportant to you over the past few months. They may be family, 
fr1ends, neighbors, co-workers, or others. I want to get as accurate 
and complete a p1cture as I can about the people you've felt closest 
to, have spent tille w1th, have depended upon for help, or who have 
depended on you for help. 
66. In the past six months, about how often have you: 
(HAND CARD TO R) Frequency Code 
o = never 
1 = < 1 mo 
2 = montbly 
3 = 2-3/month 
4 = weekly 
5 = 2-3/week 
6 = 4-6/week 
7 = daily or >da1ly 
8 = refused/dk 
________________ J~!1~1!~ _________________________ 9~_ml _______ _ 
(1) Had sOllleone to your home for lunch or d1nner ______________ _ 
(2) Gone to someone's bome for lunch or d1nner _______________ _ 
(3) Had someone come by your house to vis1t ___________________ _ 
(4) Gone over to someone's bouse for a v1sit __________________ _ 
(5) Gone out with someone (to a restaurant, 1II0vie, etc.) ______ _ 
67. If you needed someone to keep an eye on the bouse, take 1n a 
package, or look atter a pet whll e you spent t1me away from your 
home, are tbere people you would ask to belp in tb1s way? (90) 
o = no 
1 = yes 
COUld you give me tbe first nallles of tbe people you would ask? 
(IF YES, ASK FOR FIRST NAMES AND LAST INITIAL, AND RECORD ON NAME 
LIST. FOLLOW SAHE FORMAT AND RECORD NAMES FOR QUESTIONS 68-88.) 
68. During tbe last 1II0ntb or two, bave there been some people 
who've actually belped 1n tb1s way, tbat 1s, kept an eye on the 
bouse, or helped w1tb bousebold tasks? (91) 
69. Are there people wbo would ask ~s!.Y to belp tbem 1n these 
ways? 
----------- ---- -- --------
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FOllow-up Interview 17 Code , ___________ _ 
70. Thinking back over the past six lIonths, do you have any 
friends, neighbors, fall11y lIembers or otbers wbo would bel p you if 
you were sick for a short time, tbat is, for a few days up to a week? 
(PROBE: prepare a meal, look in) (71) 
71. How about people who would ask you to belp tbem if tbey were 
sick for a short time? Do you have any friends, neighbors, or family 
members wbo would ask for your belp in tbis way? (72) 
72. When you are concerned about a personal matter, for exalllple, 
about SOllleone you are close to, or sometbing you are worried about, 
bow often do you talk about it witb someone? Would you say, (73) 
1 = hardly ever 
2 = sometimes 
3 = usually 
8 = refused/dk 
9 = mi 
73. Tbinking about tbe 183t six month:'!, when you have talked 
with someone about personal matters, whom have you talked with? (74) 
74. Are tbere people who would come to you to talk about 
sometbing they were worried about, or about a personal matter? 
Remember, it oan be a family member, friend, neighbor, co-worker, or 
someone else. (75) 
75. otten, people ask advice, or rely on the judglllent of someone 
they know in making important decisions about their lives--for 
example, about tbeir fam11y or tbeir work. Is there anyone whose 
opinion, in the past six 1I0nths, you've considered seriously in 
making important deciSions? (76) 
76. Are tbere people who would seek your opinion or advice about 
things, or who have in tbe last six months? (77) 
77. Sometimes people get together witb close friends, neighbors, 
fam11y or otbers to do something enjoyable together, or just to 
sooialize. Hay I have the first nalles (and last initial) of persons 
you've done (or do) these things with ~n_A_~~gY1A~_~A~j~? (78) 
-- -- ---_.---- --------------_ ... __ . __ .. _._.-
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Follow-up Interview 18 Code , ___________ _ 
78. If you became ill or needed help for longer than just a few 
days, say weeks or months, is there someone, or more t.han one person 
you could call on t.o help, to come and stay with you if needed, or 
take you into their home? (80) 
79. If you needed a ride somewhere, to shop, visit, or get to an 
appointment, for example, are there people you could call on to help? 
(88) 
80. During the last month or two, bave t.bere been some people 
who've actually belped in this way, tbat is, provided transportation 
belp? (89) 
81. Are there people who've been to visit you in the last month 
or two to offer you encouragement and -moral support"? (92) 
82. About how many people in tbe past montb or two have called 
to find out how you and ______ (SV or PI) were doing? (93) 
83. Are tbere people who've been helpful in otber ways in the 
last couple of montbs, for example, who've come to stay with you, had 
you stay with them, offered to run erands for you, or to give you a 
break from daily chores? (94) 
84. Sometimes friends, family, neighbors, or others can be 
helpful in providing information or advice when we need it. Are 
tbere any people who've given you helpful information or advice in 
the last couple of months about stroke, ways to deal with a stroke, 
or about resources to help stroke patients and their families? (95) 
85. Are tbere any people you know who appreciate or understand 
what you are going through right now as the ______ of someone who bas 
had a stroke (OR, FOR SV, as someone who has suffered a stroke?) 
(96 ) 
86. Are t.here any otber ways in wbich people bave helped, or 
been tbere to provide support in the last montb or two? What. would 
they be? Who bas provided this help? (ADD NAMES TO NAME LIST, AND 
NOTE AND CATEGORIZE TYPE OF HELP, IF ABLE) (97) 
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87. Th1nk1ng about the last couple of months, have there been 
people who have helped more than you ell:pected, or who have been 
support1ve when you d1dn't expect tbem to help at al17 (98) 
88. (PRESENT NAME LIST TO RESPONDENT TO VIEW) 
Th1nk1ng about tbe last couple of 
otber peopl e who are 111portant to you wbose 
list 7 Remember tbey can be fam11y, friends, 
or members of an organ1zation you belong to. 
OF HELP IF ABLE) 
(ADD ANY ADDITIONAL NAMES TO NAME LIST) 
SOCIAL NETWORK DATA - NEGATIVE ASPECTS: 
lIontbs, are tbere any 
names are not on tbis 
neigbbors, co-workers, 
(99) (CATEGORIZE TYPE 
In situations like tbis, sometimes we find that there are people 
who don't help as mucb as we expect tbem to, or wbo don't help at all 
when we expected tbem to. 
89. Are there people wbo have helped during these past couple of 
montbs, but not as much as you expected tbey would, or who haven't 
helped at all when you thought tbey would? 
May I have their first names? (RECORD NAMES AND OTHER INFORMATION 
BELOW) 
Relationsbip Helped less 
_____ B~m~ ___________________ !~_ll _________ ~bin_~~R~~i~~ ____ B~_b~lR __ 
• Less help than expected 
or no help when ell:pected _____ _ 
-- -- ------- ---- -----------
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90. We all know people wbo try to belp, but end up making tbe 
situation worse. Are tbere any people you feel have been a hindrance 
to _______ 's recovery tbus far even tbough they try to be helpful? 
o = no 
1 = yes 
What are their nalles? (RECORD NAHBS AND OTHER INFO BELOW) 
Relati oosbi p 
_____ iAmJ ______________ l~_ll _________ Bl~~rAn~~Lfl _____ Bln~rjn~JL~j_ 
, Hindrance _____ _ 
91. Sometimes we run into people who seem to be out to make life 
difficult. Are there people like tbat wbo bave made problems for you 
1n the last couple of montbs? 
o = no 
1 = yes 
Who would tbey be? (RECORD NAMES, RELATIONSHIPS BELOW) 
_____________ BAmJ _______________________ Bllj!j~n~blR_l~_ll _________ _ 
, Hade problems ______ _ 
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92. We all know people we find it 883y to get along witb, and 
others we don't get along with. Are there people you don't get along 
witb rigbt now? 
o = no 
1 = yes 
Hay I bave tbeir first name3? (RECORD NAMES AND RELATIONSHIPS BELOW) 
, Don't get along witb ______ _ 
Total , Negat1ve ________ _ 
INSTRUCTIONS FOR COMPLETING NAME LIST, CODING SHEETS, AND MATRIX: 
1. FOR ALL PERSONS ON NAME LIST, RECORD INFORMATION REGARDING 
RELATIONSHIP TO RESPONDENT, AGE, SEX, AND CLOSENESS 
(1ndicating 10 cl03est to). 
2. ON CODING SHEET, RECORD NAMES OF UP TO 10 PERSONS IN 
APPROPRIATE BOXES ACROSS THE TOP, BASED UPON THE FOLLOWING 
CRITERIA : 
a. THOSE WHOM RESPONDENT INDICATES THEY (OR SV) ARE 
ESPECIALLY CLOSE TO. 
b. THOSE RESPONDENT INDICATES AS HOST IHPORTANT PROVIDERS 
OF SUPPORT, IF NOT ALREADY SELECTED. 
3. IF 10 OR FEWER NW MEMBERS, ASK QUESTIONS ON CODING SHEET 
ABOUT ALL OF THOSE NAMED. 
4. COMPLETE INFORMATION ON CODING SHEETS, USING APPROPRIATE 
SHEETS FOR PI AND SV. 
5. CIRCLE NAMES THAT APPEAR ON BOTH SV AND PI CODING SHEETS. 
6. COMPLETE INFORMATION ON NW MATRIX SHEET. 
- -- .----. -----------_._-_ ... -' .. --
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Follow-up Interview 22 Code , ___________ _ 
93. In gen~ral, bow satisfied .i·e you witb tbe .IJD12.1i.D.t. of social 
contact you have witb otbers at tbis tillle? (HAND CARD TO R) 
= very dissatisfied 5 = very utisf1ed 
2 = :soaewhat dis:satisf1ed 8 = refu:sed 
3 = neutral 9 = dk/Illi 
II = :somewhat :satisfied 
94. In general, bow satisfied are you witb the quality or 
olo:seness of tbe :social contact you bave witb otber~ at this time? 
(HAND CARD TO R) 
1 = very dissatisfied 
2 = :somewhat dis:satisfied 
3 = neutral 
4 ~ somewhat sati:sfied 
5 = very :satisfied 
8 = refused 
9 = dk/mi 
95. What is your greatest worry or ooncern at tbis time, related 
to the stroke? 
96. Over tbe past few lIIontbs, what aspects of tbe stroke have 
been lIIost difficult for you to deal with? 
97. What types of inforlllation, services, or assistanoe would 
bave been belpful to you over tbe past few months? (PROHPT: In 
dealing witb tbe stroke) 
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Follow-up Interview 23 Code , ___________ _ 
98. What services or otber types of assistance would be helpful 
to you nov? 
99. As you can see, I've asked you lIany different kinds of 
Questions about you and _________ • But everyone is different and I 
might bave left out sometb1ng tbat is 1mportant to you. Can you 
think of anytb1ng tbat I should bave asked about you and ________ and 
the stroke but didn't? 
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Follow-up Interview 24 Code , ___________ _ 
Current Residence (SV only) Did respondent mention 
wanting summary I 
o = deceased ________________ (date) final report? 
1 = hospital 
2 = rebabilitation facility 
3 = nursing bome 
4 = supervised living situation (board & care) 
5 = home 
6 = otber _________________ (spec1fy) 
8 = refused/dk 
9 = misSing 
Respondent's degree of cooperation 
1 = exce'i'!nt 
2 = good 
3 = fair 
4 = poor 
Was anyone else present during tbis interview? 
o = no 
o = 
1 = 
no 
yes 
1 = yes--Specify: approximate age of persons, sex and 
relationsbip to respondent. 
How long was tbis person present? ______________________________ _ 
Did tbis person participate in interview responses? ____________ _ 
How well do you feel tbe respondent understood tbe items of tbis 
interview? 
1 = understood all items witb no trouble 
2 = understood most items, but bad trouble witb a few 
3 = understood very few items, bad trouble witb most 
4 = bad trouble understanding all items 
Note belOW any otber unusual problems in tbis interview 
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STROKE SURVEY: SOCIAL SUPPORT AND WELL-BEING 
FOLLOW-UP INTERVIEW SCHEDULE: 
PRIMARY INFORMANT FOR STROKE VICTIM 
Place of Interview ___________ _ Interview , ____________ _ 
Interviewer __________________ _ Dyad I.D. , ____________ _ 
Date _________________ _ Respondent Code ________ _ 
Interview time begin _________ _ 1 = PI Interview time end ___________ _ 2 = sv 
3 = PI re: SV 
I have a number of questions to ask you now about ______ • so let 
me know if you need to rest, to take a break, or want further 
explanation. Some of thfl questions will be similar to those we asked 
before. Let me again reassure you that all information you provide 
will be kept confidential. We'll be interested in how things have 
been going for ______ in the past six months, since we last talked. 
(ASK 
last 
Q. 
1. 
six 
2. 
1-4 ONLY IF NOT ALREADY DETERMINED) 
Has there been a change in _____ ·s marital 
months? (IF YES, HAND CARD TO R) 
0 = no 
1 = living as lIarried 
2 = married 
3 = widowed 
4 = separated 
Have any of _____ ·s chll dren 
o = no (skip to Q. 4) 
1 = yes 
5 = divorced 
6 = living alone 
8 = refused/dk 
9 = mi 
moved in the last 
8 = refused/dk 
9 = mi 
status in the 
six months? 
3. Hay I please have the following information about _____ IS 
children? 
l2i.Hinu 
1 = out of state 
2 = elsewhere/state 
3 = metro area 
4 = same city/town 
Gender 5 = same part town 
1 = female 6 = neighborhood/ 
jB~ _______ Z_~_.jl~ ____ . ______ ~j.~_byil~1nB __________ _ 
k~11~_1 ________________________________________________________ _ 
Z ________________________________________________________ _ 
3 ________________________________________________________ _ 
1--__ -_------------------------------------------------__ _ 2 ________________________________________________________ _ 
(Use otber side it > 5 obildren.) 
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Follow-up Interview 2 Code , ___________ _ 
~. Makeup of Household: 
I'd like to ask some questions about the present makeup of 
__ 's household, about the people who live with him/her. What are 
the first name3 of all the other persons who live witb _____ on a 
regular basis? (LIST BELOW) 
Name Sex Age "Relat. to SV "Relat. to PI 
(It not obvious) 
1.1B~~R~n~~n!1 _____________________________________________________ _ 
2. _________________________________________________________________ _ 
3. _________________________________________________________________ _ 
4. _________________________________________________________________ _ 
5. _________________________________________________________________ _ 
6. _________________________________________________________________ _ 
7. _________________________________________________________________ _ 
"CODE RELATIONSHIPS AS FOLLOWS: 
1 = selt 9 = aunt/uncle Total # < 18 yrs. ____ 
2 = spouse 10 = grandcbild Total , > 18 yrs. ____ 
3 = chUd 11 = friend Total , in household ___ 
4 = si bUng 12 = spousal friend 
5 = parent 13 = otber 
(spec1fy) _________________ 
6 = in-law 98 = refused/dk 'Household 
code _______ 
7 = niece/nephew 99 = mi 1 = marital relationship 
8 = grandparent 2 = kids in bouse 
3 = other ____________ 
specify 
Now, I'd like to ask you some questions about _____ 's employment 
si tuation now. 
5. What 1s _____ 's current employment status? (HAND CARD TO R) 
0 = never worked outSide bome--skip to Q. 9. 
1 = employed full-time 
2 = employed part- UlRe 
3 = unemployed 
~ = retired 
5 = otber ________________ (specify) 
8 = refused/dk 
9 = .i 
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Follow-up Interview 3 Code , ___________ _ 
6. 13 this a change from 3i% months ago? 
o = no (3k1p to Q. 9) 
1 = ye3 
7. What 13 _____ '3 occupation called? _________________ _ 
(ASK Q. 9-15 ONLY IF NOT ALREADY DETERHINED) 
9. How much, 1r at all, has's 3tandard of liv1ng 
(economically) ohanged since the stroke occurred? (HAND CARD TO R) 
1 = decreased con3iderably 
2 = decreased somewbat 
3 = remained tbe same 
4 = increased somewbat 
(ASK AT T3 ONLY) 
5 = increased considerably 
8 = refused/dk 
9 = mi 
10. In which of the following oategories did _____ 's last year's 
total b~Y~~b~l~ income fall? (HAND CARD TO R) 
1 = ($5,000 7 = $30,000 - $39,999 
2 = $ 5,000 - $ 9,999 8 = $40,000 - $49,999 
3 = $10,000 - $14,999 9 = >$50,000 
4 = $15,000 - $19,999 98 = refu3ed/dk 
5 = $20,000 - $24,999 99 = 1D1 
6 = $25,000 - $29,999 
11. Has _____ changed his/her residence in the last six months? 
o = no (skip to Q. 16) 
1 = yes 
12. Could you tell me a little about the ciroumstanoes that lead 
to _____ 's moving? 
13. Residence setting? (INTERVIEWER CODE) 
1 = urban 
2 = rural 
3 = suburban 
9 = m1/na 
14. In wbat type of residence does _____ live? 
1 = single family 6 = mobil e bome 
2 = duplex 7 = otber _________ (specify) 
3 = apartment 8 = refused/dk 4 = condo 9 = mi 5 = subsidized housing 
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Follow-up Interview 4 Code , ___________ _ 
15. Doe3 be/sbe own or rent bis/ber re3idence? 
1 = own 
2 = rent 
8 = refu3ed/dk 
9 = mi 
16. Wbat form of transportation doe3 _____ utilize now; bow does 
be/3he run errand3, visit friends and relative3, etc.? (INDICATE 
iB1MABI HODE OF TRANSPORTATION) 
= public 5 = 3elf 
2 = friends 6 = otber ___________ (3pecify) 
3 = relatives 8 = refused/dk 
4 = taxi 9 = mi 
17. Doe3 
-----
bave any pet3 in bi3/her current residence? 
(CIRCLE ALL THAT APPLY) 
0 = no 4 = fisb 
1 = dog 5 = 
__________ otber 
2 = cat 8 = refused/dk 
3 = bird 9 = mi 
Total number of pets 
--------
ORGANIZATIONAL INVOLVEHENT/ACTIVITIES: 
The following set of question3 will be about _____ ' s RJ:~,aDt 
non-work activitie3, 3uch as religious activities, groups or clubs 
he/3be might belong to, hobbie3 and so forth. 
20. At the preunt, how active is _____ in his/her religious 
organization? (READ RESPONSES) 
21. 
1 = inactive 
2 = only a little active 
3 = somewhat active 
How often does he/3be attend 
0 = never 
1 = <1 month 
2 = lIonthly 
3 = 2-3 timu a month 
4 = very active 
8 = refu3ed/dk 
9 = mi 
religious services? 
II = weekly 
5 = > weekly 
8 = refused/dk 
9 = rai 
--- ------------- ----_.,--
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Follow-up Interview 5 Code , ___________ _ 
22. Wbat clubs, groups or otber organizations does :s/he 
presently belong to? (HAND CARD TO R) 
Freq. of Attendance 
0= never 
1 = < 1/110 
2= 1I0ntbly 
3= 2-3/110 
11= weekly 
5= 2-3/week 
6= 4-6/week 
7= daily or >da11y 
8= refused/dk 
9= mi 
Freq. 
___________ ~£gL_Bimj __________________ ~~~j! _____________ Al1jn~ _____ _ 
"ORGANIZATION CODE 
0 = none 7 = senior center , 
= business, prof or tecb 8 = social, sport or 
2 = cburcb connected recreational 
3 = cbaritable 9 = youtb rel ated 
4 = civic, cOlllluni ty or neigbborbood 10 = otber __________ (specify) 
5 = fraternal or veterans 98 = retused/dk 
6 = pol! tical 99 = IIi 
23. Does _____ belong to any self-belp or support groups? 
o = no 1 = yes (specify) ____________________ _ 
- ~ .. ~.~--.- ---------_._--_._--_._-..... - ---. 
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Follow-up Interview 6 Code ~ ___________ _ 
24. Does _____ attend any stroke club aeetings? 
o = no (IF NO, ASI Q. 25) 
1 : yes 
25. Is tbere a stroke club available in bis/ber area? 
o : no 
1 : yes 
8 : refused/dk 
9 = IIi 
28. Does _____ give bis/ber tille to volunteer work? 
o = no 
1 = yes 
Frequency (H~ND CARD TO R) 
o : never 
1 : <1 mo 
2 : montbly 
3 : 2-3/110 
" = weekly 
5 = 2-3/week 
6 = 4-6/week 
7 = daily or >dally 
8 = refused/dk 
~£gjnjZj~j2n _______________ g~_m1 ____________________ 1_2f_]2Y£~ __ 
29. Have you found tbat tbere are some bobbies or special 
interests is no longer able to pursue since tbe stroke? 
o = no 
1 = yes (specify) 
8 = refused/dk 
9 = IIi 
30. Have you tound tbere are sOlie new hobbies or spec1al 
1nterests bas taken up s1noe tbe stroke? 
o = no 
1 = yes (apec1ty) 
8 = retuaed/dk 
9 = iii 
- --------. ------------------_._--- -- ---
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Follow-up Interview 7 Code , ___________ _ 
31. Has _____ used pny community services and/or agenc1es in the 
past six montbs? 
How belpful? 
1 = not very belpful 
2 = somewhat belpful 
~~r~1~~_~~m~ ________________ ~t~~~ ___________ 3~~~r~_bilRIyl _______ _ 
'SERVICE CODE 
o = none 
1 = Heals on Wbeels 
2 = VNA 
3 = Sr. Ctr.(Loaves/Fisbes) 
Ii = Food Stamps 
HEALTH/WELL-BEING: 
5 = Adult & Fam. Servo 
6 = other (spec1fy) 
8 = refused/die 
9 = mi 
Total f of Services ______ _ 
In tbe following sections are questions regarding _____ 's health 
and well-being. 
32. Have tbere been any important good or bad events that 
happened to _____ in the last six lIonths? (FOR EXAMPLE: Deatb of 
sOlleone close, birtb of grandcbild, retirement, serious accident, 
etc.) 
o = no 1 = yes __________________________ (specify event and 
__________________________ wben occurred) 
8 = refused/die 
9 = IIi 
33. Does _____ cUrrently bave any physical disabilities tbat 
lillit bis/ber work or social activities? (ASK ONLY IF NOT OBVIOUS) 
o • no--skip to Q. 35 
1 • yes _____________ (specify) 
8 = refused/dk 
9 = IIi 
3-. Does tbis ____________ require tbe use of special services, 
aids or equipllent? (PROBE: Fur exnple, braces, vision or bearing 
aids. band raUs, bospital beds, etc.) (ASK OF SV ONLY IF NOT 
OBVIOUS) 
o = nO--if no, probe 
1 = yes ___________ (specify) 8 = refused/dk 9 = 111 
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Follow-up Interview 8 Code , ___________ _ 
35. How would you rate ____ ':s o"erall bealtb at the pre:sent 
time? (HAND CARD TO R) 
= excellent 
2 = very good 
3 = good 
" = tai r 
5 = poor 
8 ~ retused/dk 
9 = .i 
38. Doe:s _____ bave any chronic healtb problems? (IF NO ANSWER, 
PROBE: e.g., Diabetes, beart condition, bigb blood pressure) 
o = no 
1 = yes--llst: ______________________ _ 
, chronic bealtb problems _________ _ 
39. Has been bosp1tal1zed 1n tbe last six montbs? 
o = no 
1 = yes--bow many t1mes ___________ _ 
8 = retused/dk 
9 = mi 
lengtb ot bospitalization (days) for each 
40. In tbe past six montbs bow many t1mes bas _____ visited tbe 
doctor? 
Total , _____________ _ 
41. Wbat med1cat10ns 1s _____ now tak1ng on a regular basis? 
"2. In tbe past slx montbs has _____ bad an emotional problem 
tor which he/sbe sougbt belp? 
o = no 
1 = yes (IF YES, ASI Q. "3) 
8 = retused/dk 
9 = mi 
"3. D1d _____ receive belp tor this concern? 
o = no 1 = yes __________________ (speclty source) 
8 = retused/dk 
9 = 111 
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Follow-up Interview 9 Code , ___________ _ 
44. In tbe last six montbs, bas _____ experienced any cbange in 
bis/her appetite? 
1 = greatly reduced 
2 = somewbat reduced 
3 = about tbe saae as usual 
4 = somewbat increased 
5 = greatly increased 
8 = refused/dk 
9 = mi 
45. Has ______ experienced any cbange in bis/ber sleeping habits 
in tbe past six 1I0ntbs? 
o = no 
yes--bas he/sbe experienced any of the following? 
(CIRCLE ALL THAT APPLY) 
1 = trouble falling asleep 
2 = trouble staying asleep 
3 = trouble waking up too early 
4 = trouble sleeping too much 
5 = otber ____________________ (spec1fy) 
8 = refused/dk 
9 = mi 
STR01E--PERCEPTIONS & FEELINGS: 
Now I'd like to ask some questions about tbe stroke. 
116. Tbinking back, oan you now think of anything _____ might 
have done to prevent the stroke? 
o = no 1 = yes ___________________ (specify) 
8 = refused/dk 
9 = IIi 
117. At this time, how concerned do you think _____ is about tbe 
possibility of another stroke? (HAND CARD TO R) 
1 = very unconcerned 
2 = soaewbat unconoerned 
3 = neutral 
II = SOllewhat conoerned 
SOCIAL NETWOR1-SOCIAL SUPPORT DATA: 
5 = very concerned 
8 = refused/dk 
9 = IIi 
)low I'd like to ask soae questions about the people wbo have 
been iaportant to _____ over the past six 1I0nths. Tbey may be 
fall11y, friends, neighbors, co-workers, or otbers. I want to get as 
accura te and coapl ete a pil~ture aa I can about the peopl e _____ bas 
felt oloaest to, has apent time with, has depended upon for help, or 
who have depended on _____ for help. 
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Follow-up Interview 10 Code , ___________ _ 
66. In tbe past six 1I0ntbs, about bow often bas 
(HIND CARD TO R) Frequency Code 
o = never 
1 = < 1 110 
2 = aontbly 
3 = 2-3/110ntb 
4 = weelely 
5 = 2-3/week 
6 = 4-6/week 
7 = daily or >daily 
8 = refused/die 
________________ A~iiliil _________________________ g_=_.i _________ _ 
(1) Had someone to bis/her bome for lunch or dinner _____________ _ 
(2) Gone to someone's bome for lunch or dinner __________________ _ 
(3) Had sOlleone come by his/her house to visit __________________ _ 
(4) Gone over to 30meone'3 bouse Cor a visit ____________________ _ 
(5) Gone out witb someone (to a restaurant, movie, etc.) ________ _ 
67. Over the past six lIonths, are tbere people has 
regularly spent time SOCializing with, visiting, sharing hobbies or 
interests? 
o = no (PROBE: Can you think of anyone _____ has enjoyed 
spending tille witb, or aeeing? (84) 
= yes 
May I have tbe 
(RECORD NAMES ON 
68-70) 
names and 
LIST A. 
last initials of tbese people? 
FOLLOW SAME PROCEDURE FOR Q. 'S 
68. At pre:sent, if _____ bad a serious concern or problem, to 
wbom would he/sbe express tbis concern, or talk to? (85) 
69. In tbe last couple of montba, who are some people who've 
been helpful to _____ , for example, providing rides, belping him/her 
with tasks, staying with _____ I providins encourasement and moral 
support, or belpful infor.atton, ate.? (100) 
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Follow-up Interview 11 Code , ___________ _ 
70. (PRESENT NAHE LIST A) 
Are there any other people w~o have been important to 
over the past few months whose names are not on this list? Remember, 
they can be family, friends, neighbors, co-workers, or members of the 
same organization. (86) (ADD NAHES TO NAME LIST A, AND CATEGORIZE 
TYPE OF HELP IF ABLE) 
71. Are tbere people _____ doesn't get along witb now? Who 
would tbey be? (87) 
INSTRUCTIONS FOR COMPLETING NAHE LIST, CODING SHEETS, AND HATRIX: 
1. FOR ALL PERSONS ON NAME LIST, RECORD INFORHATION REGARDING 
RELATIONSHIP TO RESPONDENT, AGE, SEX, AND CLOSENESS 
(indicating 10 olosest to). 
2. ON CODING SHEET, RECORD NAMES OF UP TO 10 PERSONS IN 
APPROPRIATE BOXES ACIiCSS THE TOP, BASED UPON THE FOLLOWING 
CRITERU: 
a. THOSE WHOH RESPONDENT INDICATES THEY (OR SV) ARE 
ESPECIALLY CLOSE TO. 
b. THOSE RESPONDENT INDICATES AS MOST IHPORTANT PROVIDERS 
OF SUPPORT, IF NOT ALREADY SELECTED. 
3. IF 10 OR FEWER NW HEMBERS, ASK QUESTIONS ON CODING SHEET 
ABOUT ALL OF THOSE NAMED. 
4. COMPLETE INFORMATION ON CODING SHEETS, USING APPROPRIATE 
SHEETS FOR PI AND SV. 
5. CIRCLE NAMES THAT APPEAR ON BOTH SV AND PI CODING SHEETS. 
6. INDICATE PI AND SY ON NAHE LISTS AND CODING SHEETS WITH (PI) 
OR (SV). 
7. COMPLETE INFORMATION ON NW HATRIX SHEET. 
15> > 
Indicate PI and SV names: *~Generate a maximum of 20 names with relationship and sex 
information on each (first name and last initial) 
1.0.11 
Relationship Code 
O-other 
l-spouse 
2-child 
3-sibling 
"-parent 
5-other relative 
6-neighbor 
7-work asaociate 
8-friend 
Sex Code 
l-female 
2-f11ale 
+:-
-.J 
'" 
OJ) 
INDICATE PI: 
·-GENERATE A MAXIMUM OF 20 NNIES liIT!! RELl\TION I\un SEX 
INFORMATION ON EACII (FIRST NAlIE AND LAST INITIAL) 
I, D, No, _______ _ 
Relationship COde 
O-other 
l-llpouse 
2-i:hild 
)-siblinq 
4-parent 
S-other relativv 
6-neiqhbor 
7-work ',SSoclate 
a-friend 
Sex COde 
l-female 
2 -male 
~ 
-.j 
-.j 
CODING SHEET (T2 and T3 ) 1.0. NO. (Circle all names that appear on both -------
SV and PI codin2 sheets) *NaJDe Name Name Name Name 
I Iloe: I Aae: I ~e: AQe: I AQe: 
How long have "months ............. 
you known this 
I2!!rson? .vears .............. 
How often do you yearly or less ...... 1 
see this person? sev. times/year •.... 2 
monthly ...•......... 3 
2-3/month .••.•••.... 4 
weekly ••.••••..••... 5 
2-3/week •••••••••••• 6 
4-6/week ..•.••.•••.. 7 
daill;: ............... 8 
How often do you yearly or less .....• 1 
talk on the phone seVe times/year 2 
or exchange monthly .....•....... 3 
letters? 2-3/month ........... 4 
weekly •.••..••••.•.. 5 
2-3/week ..•.•.•.•... 6 
4-6/-..eek .•..•.•..•.• 7 
daill;: .......••••.... 8 
Where does out of state ....••.• 1 
live? elsewhere/state ••.•. 2 
metro area •..•.••••• 3 
same city/town .••••. 4 
same part town ••.••• 5 
same bldg./neighbor-
hood ..•.....•••••• 6 
household ......•.... 7 
When you get in usually resp . .... ... 1 
touch with about equal .••••..•. 2 
who initiates usually other ..•.... 3 
contact usuall~? 
Has asked for or received 
help of any kind from you in the last 
month? 
NO .....•.. : .••...... 0 
yes ...........•....• 1 
Frequency Freq _~ I Freq Freq ___ J Freq Freq ______ specify Type Type- Type Type Type Type 
*If spouse or household Support Code: 
member. delete column 
p.xcept for age and how l=affect~ve/emotional 
long known. 2-l.nstrwnental .c-
3c: l.nforma ticn -.. CO 
4Ecomb~nat.l.on 
1. Ongoing Therapies SV Still Receiving: 
2. 
PT _____ OT _____ ST _____ Other (specify) ____ _ 
Other (specify) ____ _ 
Provider(s) of Tx _________________________________________________ _ 
Has 
the 
o no 
1 = yes 
SV been hospitalized for 
stroke been sought on an 
0 no 
1 '" yes 
purposes of rehab., or have services related 
outpatient basis since last interview?* 
to 
When? (inclusive "'*Service Referred or Inpatient 
479 
dates) or Tx Facility/Provider self-sought or outpatient? 
*Include evaluations for more reh~b. as well. 
*"'Examples: day care, driver retraining, recreational tx, home health services. 
3. Date d/c from hospital or rehab. facility, if not obtained at T~l ________________ __ 
4. Approximate total amount of Rehab. Therapies: 
PT OT ST Other Other 
APPENDIX C 
OTHER MEASURES 
.--~. ---- --_._ .. _ ...... _. 
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CES-Dl 
Here is a list of items of ways you might have felt or behaved. Please 
indicate how often you felt this way during the past week by circling the 
appropriate response next to each item. 
IN THE PAST wEEK, HOW ~MNY 
DAYS DID TillS HAPPEN TO YOU? 
1. I was bothered by 
things that usually 
don't bother me. 
2. I did not feel like 
eatin~. my appetit~ 
I~as poor. 
3. I felt that I coulcl 
not shake off the 
blues even with help 
from my friends and 
family. 
4. I felt that I was 
just as good as 
other people. 
5. I had trouble keeping 
my mind on what I was 
doing. 
6. I felt depressed. 
7. I Eel t that every-
thing I did was an 
effort. 
8. I felt hopeful about 
the future. 
9. I thought my life had 
been a failure. 
10. I felt fearful. 
Rarely 
or none 
of the 
time 
(Less 
than 1 
day) 
o 
o 
o 
3 
o 
o 
o 
3 
o 
o 
--------- -- -- --------
Some or 
a little 
of the 
time 
(1-2 
days) 
1 
1 
1 
2 
1 
1 
1 
2 
1 
1 
Occasion-
ally or a 
moderate 
amount 
of time 
(3-4 
days) 
2 
2 
2 
1 
2 
2 
2 
1 
2 
2 
Most or 
all of 
the time 
(5-7 
days) 
3 
3 
3 
o 
3 
3 
3 
o 
3 
3 
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CES-D2 
Rarely Occasion-
or none Some or ally or a 
of the a Hale moderate Most or 
time of the amount all of 
(Less time of time the time 
than 1 (1-2 (3-4 (5-7 
_dayL da:is~ da:is~ da:is~ 
1l. My sleep was restless. 0 1 2 3 
12. I was happy. 3 2 1 0 
13. I talked less than 0 1 2 3 
usual. 
14. I felt lonely. 0 1 2 3 
15. People were l'nfriendly. 0 1 2 3 
16. I enjoyed life. 3 2 1 0 
17. had crying spells. 0 1 2 3 
18. I felt sad. 0 1 2 3 
19. felt that people 0 1 2 3 
disliked me. 
20. I could not get 0 1 2 3 
"going." 
21. I had trouble falling 0 1 2 3 
asleep. 
22. I felt irritable. 0 1 2 3 
23. 1 have been yorrying 0 1 2 3 
a lot. 
------------ -------------
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CES-D3 
Rarely Occasion-
or none Some or ally or a 
of the a little moderate Host or 
time of the amount all of 
(Less time of time the time 
than 1 (\-2 0-4 (5-7 
da~) da;ts) da;ts) da;ts) 
24. 1 wake lip in the 0 1 2 3 
middle of the night 
(not to go to the 
bathroom). 
25. I was interestec in 3 2 0 
my usual activities. 
26. I slept much more 0 1 2 ) 
than usua 1. 
27. I f e 1 t gu il t Y . 0 2 ) 
28. Did you blame your- 0 2 ) 
self for anything 
you have done or not 
done? 
CES-D Total Score: 
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IPWB 
Instructions: Here is a list that describes some of the ways people feel at 
different times. How often do rau ~~cl each of these ways? 
o 1 3 
Never Sometimes Often 
1. Very lonely or remote from other 
people 
2. Bored 
3. On top of the world 
4. Vaguely uneasy about something 
without knowing why 
5. Depressed or very unhappy 
6. Particularly excited or interested 
in something 
7. So restless you had to move about 
o. pleased about having accomplished 
something 
N Score 
----
P Score 
----
Bal. Score __ _ 
----- ----- ----- --. - ._--.--
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INSTRUCTIONS: Please indicate the level of activity of the stroke patient in your 
family by circling the appropriate number next to each activity. 
Barthel Indexl (Maryland Disability Index) 
Score (points) when activity is performed--
Activity 
1. Feeding2 -----------------
2. Hoving from wheelchair to 
bed and return (includes 
sitting up in bed)-------
1. Personal toilet (wash face, 
comb hair, shave, and clean 
teeth--------------------
4. Getting on and off toilet 
(handling clothes, wIpIng 
self, and flushing toilet) 
5. Bathing self -------------
6. Walking on level surface--
7. If unable to walk, propel 
wheelchair<i 
8. Ascend and descend stairs 
9. Dressing (includes tying 
shoes and closing fasteners) 
1U. Controlling bowels-------
11. Controlling b1adder------
1 
With Help Independently 
5 10 
15 
o 5 
5 10 
o 5 
10 15 
o 5 
5 10 
5 10 
5 10 
5 10 
Mahoney, F. I., and D. W. Barthel, Functional evaluation: The Barthel Index. 
2 
3 
Md. State Medical Journal, 14, 61-65 (1965). 
If food must be cut up, the patient is scor~<! a:; nt'edilHJ help. 
Score 5 if t l·ar. ;f,·r.:; wi til iI 'Jreat deal of help; score 10 if minimal help is 
needed. 
4 Score only if unable to walk. 
Total Barthel Score 
---
ASFD 
PLEASE CHECK THE APPROPRIATE LEVEL OF FUNCTIONING FOR THE STrlOKE PATIENT 
IN YOUR FAMILY 
1. Able to follow directions at the level of a one-step command, e.g., put your 
hand on Y0ur head. 
___ yes 
1 
___ no, incapable before illness 
2 
___ no, incapable since illness 
3 
unknown 
--8 
not applicable 
--9 
2. Expressive communication: Usual method used to convey information, ideas, and 
needs 
___ speaks and is usually understood 
1 
speaks but is understood only with difficulty 
--2 
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uses only structured sign language, or symbol board or writes to communicate 
3 
no communication 
4 
unknown 
--9 
not applicable 
--9 
3. Capable of making change for money transactions without assistance from others 
yes 
--1 
no, incapable before illness 
--2 
. ____ no, incapable since illness 
3 
unknown 
--8 
not applicable 
--9 
4. Capable of complex arithmetic, like checkbook balancing or taxes, without 
assistance from others 
yes 
--1 
___ no, incapable before illness 
2 
4. Continued 
_____ no, incapable since illness 
3 
unknown 
8 
not applicable 
9 
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5. Capable of housework, including simple meal preparation without assistance from 
others 
_____ yes 
I 
_____ no, incapable before illness 
2 
_____ no, incapable since illness 
3 
unknown 
--8 
not applicable 
--9 
6. Manipulates telephone, both dialing and talking 
yes, independently 
--1 
_____ yes, with assistance or supervision from others 
2 
_____ no, incapable before illness 
3 
_____ no, incapable since illness 
4 
unknown 
--8 
not applicable 
--9-
7. capable of using public or private transportation 
_____ y~s, independently 
1 
_____ yes, with assistance or supervision from others 
2 
_____ no, incapable before illness 
3 
_____ no, incapable since illness 
4 
unknown 
--8 
not applicable 
--9 
continued 
8. capable of performing general outdoor aclivities which are active (e.g., 
gardening) and/or passive (e.g., sitting outside) 
_____ yes, independently 
1 
_____ yes, with assistance or supervision from others 
2 
_____ no, incapable before illness 
3 
_____ no, incapable since illness 
4 
unknown 
--8 
not applicable 
-'9 
9. Capable of engaging in formal/informal social activities inside/outside the 
home 
yes, independently 
--1 
_____ yes, with assistance or supervision from others 
2 
_____ no, incapable before illness 
3 
_____ no, incapable since illness 
4 
unknown 
8 
not applicable 
9 
Total ASFD Score. ________ _ 
------_ .. _._._-_ .. _ ......... _. 
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Respondent Code , ____________ _ 
LOT 
Please answer the following questions about yourself by circling tbe 
appropriate number atter each state~ent. For each of the statements, 
inoicate the extent ot your agreem~nt by using tbe following scale: 
0 = strongly 11J..:Iagree 
1 = 11J..:Iagree 
2 = neutral 
3 = agree 
4 = strongly agree 
Please be as bonest as you can tbrougbout, and try not to let your 
responses to one question influenoe your response to otber questions. 
There are no rigbt or wrong answers. 
1. 
2. 
3. 
4. 
5. 
6. 
In unoertain times, I usually expect tbe best. 0 234 
2311 
234 
If soaetbing oan go wrong for me, it will. 0 
I always look on tbe brigbt side of tbings. 0 
I'm always optiaistio about ay future. 0 
I bardly ever expect tbings to go my way. 0 
2311 
234 
Tbings never work out tbe way I want them to. 0 234 
7. I'm a believer in the idea tbat -e.Qry cloud has a silver l1ning.-
o 1 2311 
8. I rarely oount on good tbings happening to me. 0 2311 
Total LOT Soore ______ _ 
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CBS 
Here is a list of stateDents tbat describe bow people somet1mes feel when 
caring for sOllleone who bas bad a stroke. After reading each statement, 
choose tbe most appropriate number/word tbat descrlbes your feellngs, from 
-never- to -almost always.-
1. I feel that I don't do as Ducb for tbe stroke pat1ent as 1 could or 
sbould. 
____ Never ____ Rarely 
____ Sometimes ____ Often ____ Almost Always 
2. I feel the stroke patient is dependent. 
____ Never 
____ Rarely ____ Often ____ Almost always 
3. I feel tbat I am contributing to tbe well-being of the stroke patient. 
____ Never 
____ Rarely 
____ SometiDes ____ Often ____ Almost always 
II. I feel tbat tbe stroke patient makos requests of me that are over and 
above what be/sbe needs. 
____ Never 
____ Rarely 
____ Sometiaes ____ Often ____ Almost always 
5. Because or my involvement witb tbe stroke patient. I don't bave enough 
time to myself. 
____ Never 
____ Rarely ____ Soaetilles ____ Often ____ Almost always 
6. I reel resentful or otber relatives wbo could but who do not do tnings 
witb or for tbe stroke patient. 
___ Rarely ____ Sometimes ____ Often ____ Alilost always 
7. I reel stressed between trying to give to the stroke patient as well as 
to otber famUy responsibil1tios. job. etc. 
____ Never 
___ Rarely 
____ Sometimes ____ Almost always 
---~---.- -~~------------
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B. 1 teel tbat tbe ,troke patient currently affects my relationsh1p, w1th 
otber fam11y .eeber, and friend, in ! negat1ve way. 
____ Never 
___ Rarely Often ____ Almost always 
9. I teel u,eful 1n my interaotion, witb the stroke patient. 
____ Never 
____ Rarely 
____ Sollletillle' Often ____ Allllo't always 
10. I feel that my beal tb ha, ,uftered because of lilY invol vement with the 
,troke patient. 
____ Never ____ Rarely 
____ Sollletilllu Often ____ Almost always 
11. I teel that lilY social 11te ba, suttered because of lilY 1nvolvement with 
the ,troke patient. 
____ Never 
____ Rarely Often ____ Almost always 
12. I teel that the stroke patient doe,n1t apprec1ate what I do for h1m/her 
as ;uch as I would 11ke. 
____ Never 
____ Rarely ____ Sometimes Often ____ Almost always 
13. I teel that the stroke patient seems to expect me to take care of 
him/her as if I were the only one he/she could depend on. 
____ Never ____ Rarely ____ Sometimes Often ____ Almost always 
1Q. I teel embarrassed over the atroke pat1ent's behavior or condition. 
____ lIever Often ____ Almost always 
Total CBS Score ________ _ 
~-~-- --~ -- --------
so 
PLEASE CIRCLE THE ANSWER THAT BEST APPLIES TO YOU. 
1. I have never intensely disliked anyone. 
1 true 
2 false 
2. I sometimes feel resentful when I do~'t get my way. 
1 true 
2 false 
3. I'm always willing to admit it when I make a mistake. 
1 true 
2 false 
4. I sometimes try to get even rather than forgive and forget. 
1 truE' 
2 false 
5. At times I have really insisted on having things my own way. 
1 true 
2 false 
6. I have never been irked when people expressed ideas very different 
from my own. 
1 true 
2 false 
Total SO Score __________ __ 
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APPENDIX D 
INFORMED CONSENT 
---------------------------------- ---
STROKE PROJECT 
PORTlA~D STATE UNIVERSITY INSTiTUTE ON AGING 
Informed Consent Form 
(Primary Informant) 
I have been dsked to participate in the study, "Social ~etwork 
and Well-Being Changes Caused by a Disabling Stroke", which is 
being conducted by Richard Schulz, Ph. D., Principal Inv~sti­
gator, and Marie T. Rau, Project Director, of the Institute on 
Aging at Portland State University. 
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The purpose of the study Is to learn more about the social support 
systems of persons who have had a stroke and their families, hon 
the nature and amount of support may change over time, and hon 
these changes In social support are related to the sense of well-
being experienced by stroke victims and their families. It is 
hoped that this research will help us to learn more about the 
psycho-social aspects of stroke, and what role an individual's 
social support system plays in recovery from a stroke. 
I will be asked to respond three tim(s to a questionnaire about 
those persons and types of socIal support which are important 
in my life. There will also be some questions regarding my current 
health and life situation as I view it. I understand that I will 
be interviewed in person or by teJephone, and that these inter-
views will take place in my home or in the hospital if in-
person. I will be reimbursed for mileage costs which might 
result from the completion ·of these interviews. Lle first inter-
view will take place 3 to six weeks after my 
stroke. The second interview will be held 6 months after the 
first interview, and the third interview will take place 6 months 
after the second interview. Each interview should take about 
an hour of my time. 
I also understand that my who has suffered the 
stroke may be asked to respond to some of the same, or similar 
questions. I agree to allow persons conducting this research 
to obtain certain information regarding my stroke 
from his/her physician, therapists, and/or from medical records, 
with his/her physician's approval. I understand that at all 
times our right to privacy regarding any of the study information 
will be strictly safeguartled and protected. Neither I nor my 
will be personally identified on any of the 
questIonnaIre forms, in any of the data analysis, or in any pub-
lished reports of the study. 
I have been assured that participation In this study should in-
volve little risk or discomfort. I may discontinue my parti-
cipation in the study at any time if I find any part of the 
procedure to be uncomfortable or objectionable. I understand 
that either Dr Schulz or Mrs. Rau (Institute on Aging. phone: 
229-3952) will be happy to answer any questions I may have 
about the project. 
Informed Consent (P. I.) 
I understand that I am free to refuse to participate or to 
withdraw from participation tn t~ls study at any time. 
I have carefulJy read or had read to me and understand the 
forpgoing. I hereby voluntarily consent to my participation 
n the experimental procedures a3 described above. 
Name of Subject 
Signature of Subject Date 
Name of WItness 
SIgnature of Witness Date 
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Name of Person ObtaInIng Signatures 
------------ -------------- ---------- ---. 
STROK, PROJECT 
PORTLAND STATE U~IVERSITY INSTITUTE ON AGING 
Informed Consent Form 
(Stroke Victim) 
I have heen asked to participate in the study. "Social Network 
and Well-Being Changes Caused by a Disabling Stroke", which is 
being ~onducted by Richard Schulz, Ph. D., Principal Investi-
gator, and Harie T. Rau, Project Director, of the Institute on 
Aqing at Portland State Universit~ 
The purpose of the study is to learn mOre about the social 
support syst~ms of persons who have had a stroke and their 
families. how the nature and amount of support may change 
over time, and how these changes in sociai support are related 
to the sense of well-being experienced by stroke victims and 
their f~mjlies. It Is hoped that this research will help us 
to learn more about the psycho-social aspects of stroke, and 
abollt what role an indIvidual's social support systpm plays in 
recovery from a stroke. 
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I will be asked to respond two or three time~ to a questionraire 
about those persons and types ~f social ~upport which are im-
portant in my life. There will also be some questions regarding 
my current health and life situation as I view it. I understand 
that I will he interviewed in person or by telephone, and that 
these interviews if in-person will take place in my home or in 
the hospital. 1 will be reimbursed for mileage costs which might 
result from the compleUon of thpse interviews. The first inter-
viPIV wili take place 1 to 6 weeks after the stroke. The second 
interview will be held 6 months after the first interview, and 
the third interview will take place 6 months after the second 
interview. Each interview should take about an hour of my time. 
I also understand that an important other person in my life 
(spouse. ~hlld, close friend or other relative) will be asked to 
~nswer some of the same, or slmlJar questions. 
I aqree to allow persons conducting this research to obtain 
certain information regarding my stroke from my physician, 
therapists, and/or medical records, with my physici~n's approval. 
I IIndprstand that at ail times my right to privary regarding 
any of the study information will be strictly safeguarded and 
protected. I will not be personally identified on any of the 
que~tionnaire forms. in any of the data analysis, or in any 
published reports of the study. 
I h~ve been assured that participation in this study should in-
volve little risk or discomfort. I may di~continue my partici-
pCltion in the stUdy at dny time if I find any part of the pro-
cedure to be uncomfortable or objectionable. I understand that 
- --- ----._-------------------
Informed Consent (S. V.) 
either Dr. Schulz (phone 229-3952) or Hrs. Rau (phone 
229-3952) will be happy to answer any questions 1 may have 
about the projf'ct. 
I understand that I am free to refus~ to participate or to withdraw 
from participation in thIs study at any time with0ut effect on my 
relationship with or treatment 
I have carefully read or had read to me and understand the 
foregoing. I hereby voluntarily consent to my participation in 
the experimental procedures as described above. 
Name of Subject 
Signature of Sub.lect Date 
Name of Witness 
SIgnature of WItness Date 
Name of legal Guardian of SunJect 
(if applicable) 
Signature of Guardian Date 
Name of Person Obtaining Signatures 
- ---- - _. -------------
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